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PREFACE 


The  Medicaid  program,  which  finances  health  care  for  over  20  million  needy 
Americans,  has  undergone  major  changes  since  1981 .     Beginning  with  the  Omnibus 
Budget  Reconciliation  Act  of  1981  (OBRA),  Congress  gave  the  States  much  more 
flexibility  to  change  basic  parameters  of  the  program,  including  which  groups 
of  people  are  served,  which  services  are  provided,  how  doctors,  hospitals,  and 
nursing  homes  are  paid,  and  how  care  can  be  organized  in  innovative  ways. 

The  Medicaid  Program  Evaluation  addresses  the  implementation  and  impact  of 
selected  changes  in  the  Medicaid  program  to  provide  knowledge  for  policy 
assessment  and  future  legislative  change.     It  is  focused  on  selected  issues  and 
policy  questions  raised  by  recent  legislation.    The  three-year  evaluation 
includes  nine  major  study  areas: 

~        Federal  Financial  Participation 

Inpatient  Hospital  Reimbursement 
c  Eligibility. 
®       Case  Management 

Home  and  Community-Based  Waiver  Program 

Cost-Sharing 
s        Financial  Incentives  for  Family  Care 
:        Medicare  PPS  Effects  on  Medicaid  and 
•  Synthesis. 

Together  these  studies  are  intended  to  describe  how  recent  changes  have  been 
implemented  and  analyze  what  their  effects  have  been  for  program  services  and 
costs . 

This  paper  examines  an  area  of  increasing  concern  for  policymakers:  the 
interplay  of  responsibilities  between  families  and  government  programs  in 
providing  for  the  long-term  care  needs  of  the  disabled  elderly.     There  is  a 
growing  realization  that  voluntary  efforts  must  be  maximized  even  while 
government  provides  a  safety  net,  if  the  demand  is  to  be  met.     The  study 
reported  here  examines  the  ways  government  provides  incentives  and 
disincentives  for  informal  care  providers,  and  the  implications  of  alternative 
policies.     The  experience  of  previous  programs  is  presented  as  a  resource  for 
further  policy  debate. 


Gerald  Adler 

Project  Officer 

HCFA  Office  of  Research 
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EXECUTIVE  SUMMARY 
Long-term  care  policies  and  family  careglving 


This  study  examines  relationships  between  public  policies,  particularly 
Medicaid  program  policies,  and  family  caregivers  in  the  financing  and  delivery 
of  long-term  care  services.     It  addresses  the  issue  of  how  public  resources  and 
the  informal  resources  within  families  of  elderly  persons  with  long-term  care 
needs  might  complement  each  other  more  effectively.     Public  policies  inevitably 
provide  incentives  and  disincentives  for  family  caregiving;   the  question  is  how 
to  achieve  a  proper  balance.    The  study  examines  factors  which  affect  this 
balance,  including  current  biases  against  family  caregiving,  then  focuses  on 
the  potential  role  of  financial  incentives  to  support  informal  caregiving. 

Family  caregivers  provide  most  of  the  care  to  impaired  elderly  persons  who 
are  not  in  nursing  homes.     According  to  the  1982  Long-Term  Care  Survey,  about 
19%  of  all  persons  over  the  age  of  65  are  functionally  impaired  and  living  in 
the  community.    Another  4%  of  the  elderly  reside  in  long-term  care  facilities. 
For  the  impaired  elderly  living  in  non-institutional  settings,  informal 
caregivers  provide  the  vast  majority  of  services;  only  about  15%  of  the 
non-institutionalized  elderly  with  long-term  care  needs  receive  services  from 
public  programs.    Most  public  resources  for  long-term  care  are  used  to  pay  for 
nursing  home  care  for  elderly  persons  who  qualify  for  Medicaid  benefits.  In 
1984,  Medicaid  payments  to  nursing  homes  totalled  $15.0  billion,  44%  of  total 
Federal  and  State  Medicaid  expenditures. 

The  effects  of  Medicaid  policies  on  family  caregiving 

It  is  often  claimed  that  Medicaid  eligibility,  income  and  coverage 
policies  undermine  the  efforts  of  informal  caregivers,  and  create  incentives 
for  family  members  to  seek  institutional  care  for  their  elderly  kin.  Under 
convoluted  eligibility  rules,  it  is  more  difficult  for  elderly  persons  to 
qualify  for  Medicaid  benefits  if  they  live  with  family  members  than  if  they 
live  alone.     There  is  little  incentive  for  family  members  to  contribute 
financial  support  to  their  elderly  parents  who  are  on  Medicaid,  since  public 
benefits  are  reduced  dollar  for  dollar  for  any  financial  contributions  which 
family  members  make.     In  States  without  medically  needy  programs,  some  elderly 
persons  can  qualify  for  Medicaid  only  if  they  are  placed  in  a  nursing  home.  In 
addition,  Medicaid  service  coverage  policies  have  been  traditionally  biased 
towards  the  provision  of  institutional,  rather  than  non-institutional, 
long-term  care  services.     Thus,  even  for  those  persons  who  qualify  for  Medicaid 
outside  of  a  nursing  home,  non-institutional  long-term  care  services  have 
traditionally  not  been  covered  by  many  State  Medicaid  plans. 

Since  1980,  a  number  of  changes  in  Medicaid  have  sought  to  reverse  these 
incentives  for  institutional  care.     For  example,  under  the  Medicaid  Home  and 
Community-Based  Care  Waiver  program,  State  Medicaid  agencies  now  have  expanded 
options  for  providing  non-institutional  long-term  care  services  to  elderly 
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beneficiaries,  and  for  extending  eligibility  to  persons  who  would  otherwise  be 
eligible  for  Medicaid  only  if  placed  in  a  nursing  home.     Increased  public 
resources  are  being  allocated  to  non-institutional  services,  and  less  to 
institutional  care,  providing  greater  support  to  families  who  are  trying  to 
maintain  their  elderly  parents  at  home.     However,  while  there  is  a  desire  to 
provide  greater  support  to  family  caregivers,  there  is  at  the  same  time  a 
recognition  that  public  resources  should  be  used  to  supplement,  not  supplant, 
services  provided  by  informal  caregivers. 

State  Medicaid  agencies  also  have  increased  options  for  using  the  equity 
value  in  an  elderly  person's  home  to  offset  the  costs  of  nursing  home  care  paid 
by  Medicaid,  although  few  States  presently  take  advantage  of  these  options.  In 
most  cases,  elderly  nursing  home  recipients  can  qualify  for  Medicaid,  yet 
retain  the  equity  value  in  their  homes,  and  pass  on  this  equity  to  their 
children  without  penalty,  prior  or  subsequent  to  death.     However,  if  States 
aggressively  pursue  options  to  use  home  equity  as  a  resource  to  offset  rising 
expenditures  for  nursing  home  care,  it  may  influence  informal  caregiving. 
Informal  caregiving  is,  at  least  in  part,  motivated  by  expectations  of  future 
inheritance,  and  removing  the  prospects  of  inheriting  the  family  home  may  alter 
family  caregiving  behaviors.     For  example,  if  States  make  clear  their 
intentions  to  use  all  of  a  recipient's  available  assets  to  reduce  Medicaid 
expenditures,  families  may  increase  efforts  to  keep  their  elderly  kin  out  of 
nursing  homes  and  off  Medicaid.     On  the  other  hand,  some  sons  and  daughters  may 
provide  less  care  if  they  know  the  State  will  lay  claim  to  their  parent's 
entire  estate. 

Policy  options  to  encourage  family  caregiving 

This  report  examines  three  specific  options  for  encouraging  increased 
sharing  of  caregiving  responsibilities  between  government  and  family:  1)  paying 
family  members  as  Medicaid  providers  of  long-term  care  services;  2)  expanding 
Federal  tax  incentives  for  informal  caregiving;  and  3)  requiring  adult  children 
of  elderly  Medicaid  recipients  in  nursing  homes  to  contribute  to  the  cost  of 
care. 

Paying  family  members  as  Medicaid  providers 

Thirteen  States  permit  payment  of  family  members  as  long-term  care 
providers.    Most  States  do  not  use  Medicaid  funds  to  pay  family  members, 
although  a  few  do  under  special  circumstances.     In  defining  the  scope  of  these 
programs,  each  State  has  had  to  develop  criteria  which  specify  the  conditions 
under  which  family  members  are  eligible  for  public  payment.     Varying  criteria 
are  applied,  such  as: 

©    Excluding  family  members  who  are  legally  responsible  for  the  recipient's 
care,  i.e.  spouses  and  parents  of  minor  children; 

•  Requiring  that  family  members  share  the  same  household  as  the  recipient  to 
be  an  eligible  provider; 

•  Requiring  that  paid  family  providers  demonstrate  financial  hardship 
related  to  their  caregiving  efforts; 

•  Requiring  that  family  providers  take  In  a  non-relative  recipient  to  their 
household  in  addition  to  their  elderly  parent; 


2 


•    Approving  family  members  as  providers  only  when  agency-provided  services 
are  not  available,  e.g.  in  remote  geographical  areas;  and 

e    Requiring  central  approval  at  the  State  level  of  paid  family  providers  as 
a  utilization  control  mechanism. 

In  a  few  States  (e.g.  California  and  Wisconsin),  payment  of  family  members 
as  long-terra  care  providers  emanated  from  a  program  philosophy  that  eligible 
recipients  should  be  allowed  to  select  their  own  providers  of  care,  including 
family  members.     In  both  States,  counties  once  excercised  considerable  autonomy 
in  interpreting  how  this  philosophy  was  carried  out.     Wide  variability  in 
payment  practices  across  counties  eventually  required  the  establishment  of 
statewide  criteria  for  paying  family  members  in  both  States.     A  general 
conclusion  is  that  without  specific  criteria  on  when  family  members  are 
eligible  as  paid  providers,  and  how  much  they  can  be  paid,  programs  will 
experience  wide  variation  in  payment  practices  at  the  local  level.  California 
still  pays  about  29,000  relative  caregivers  about  $90  million  annually  in  its 
In-Home  Supportive  Services  program,  funded  by  the  Social  Services  Block  Grant. 

Michigan  is  the  only  State  which  uses  Medicaid  funds  extensively  to  pay 
family  members  as  long-term  care  providers.     Under  the  personal  care  service 
option,  Michigan  pays  relative  caregivers — other  than  spouses  and  parents  of 
minor  children — as  individual  contractors,  under  the  supervision  of  a  nurse. 

Tax  incentives  for  informal  caregiving 

The  second  set  of  policy  options  reviewed  in  this  study  consists  of 
financial  incentives  administered  through  Federal  and  State  income  tax 
systems.    Most  Federal  legislation  has  proposed  expanding  eligibility  and 
benefits  under  the  Child  and  Dependent  Care  Tax  Credit.     Until  1982,  tax 
credits  were  limited  to  expenses  related  to  the  care  of  children  under  15  years 
of  age.     Under  the  Economic  Recovery  Tax  Act  of  1981,  the  credit  was  expanded 
to  include  expenses  for  out-of-horae  non-institutional  care  for  a  disabled 
spouse  or  elderly  dependent.     Up  to  $2,400  in  expenses  for  care  purchased  for 
elderly  dependents  may  be  claimed  under  this  tax  credit.     Taxpayers  receive 
between  a  20  to  30%  credit  for  these  expenses,  depending  upon  their  household 
income.    However,  eligibility  for  the  credit  is  restrictive — only  taxpayers  who 
share  a  household  with  an  elderly  dependent  may  claim  a  credit,  and  only  if  all 
taxpayers  in  the  household  are  gainfully  employed.     Thus,  if  a  married  couple 
shares  a  household  with  an  elderly  dependent,  but  only  one  spouse  works,  they 
are  not  currently  eligible. 

Consequently,  most  legislation  to  expand  Federal  tax  Incentives  has 
proposed  eliminating  the  "work-related"  requirement  of  the  Dependent  Care 
Credit,  as  well  as  Increasing  the  value  of  the  subsidy.     Other  proposed 
modification's  include  dropping  the  requirement  that  the  taxpayer  and  the 
elderly  dependent  share  the  same  household,  and  eliminating  the  dependency 
test,  which  requires  that  the  taxpayer  furnish  over  half  of  the  elderly 
relative's  financial  support. 

The  major  problem  of  using  the  Federal  Income  tax  system  as  a  financing 
mechanism  to  support  informal  caregiving  is  the  difficulty  of  targeting 
resources  efficiently.     Public  resources  for  long-term  care  need  to  be  targeted 
to  the  most  frail  and  impaired  elderly,  and  the  Income  tax  system  Is,  by 
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nature,  better  suited  for  more  broad-sweeping  policy  Initiatives.     There  is  no 
adminlstratlvely-slmple  mechanism  within  the  existing  tax  code  to  establish 
eligibility  for  tax  subsidies  on  the  basis  of  chronic  disability.     A  few 
proposals  have  attempted  to  address  the  targeting  Issue  by  adding  a  disability 
requirement  (determined  by  the  Social  Security  Administration),  limiting 
eligibility  to  elderly  dependents  over  the  age  of  75,  or  limiting  eligibility 
to  specific  diagnoses,  such  as  Alzheimer's  disease. 

Relative  responsibility  programs 

Finally,  the  study  considers  policy  options  which  make  the  adult  children 
of  nursing  home  recipients  on  Medicaid  financially  liable  for  the  cost  of  their 
parents'  care.    When  the  Medicaid  program  was  enacted  in  1965,  States  were 
prohibited  from  deeming  the  income  of  children  as  potentially  available  to 
parents  in  the  determination  of  eligibility  for  Medicaid  benefits.     However,  as 
States  have  felt  continuing  fiscal  pressures  from  rising  Medicaid  costs  for 
nursing  home  care,  they  have  become  increasingly  Interested  In  adopting 
policies  to  require  adult  children  of  nursing  home  recipients  to  share  these 
costs.     In  1983,  HCFA  clarified  that  States  may  do  so  under  a  State  law  of 
general  applicability,  meaning  that  the  law  must  apply  to  all  adult  children, 
not  just  the  adult  children  of  Medicaid  recipients. 

In  January  of  1983,  the  Idaho  State  legislature  enacted  a  Relative 
Responsibility  law  requiring  responsible  relatives — spouses,  parents,  and  adult 
children — of  nursing  home  recipients  receiving  Medicaid  to  contribute  to  the 
cost  of  their  care.    The  law  was  fiercely  debated,  and  narrowly  approved.  Two 
primary  reasons  for  its  passage  were:  1)  the  State  was  facing  a  severe  fiscal 
crisis  related  to  the  1982  recession;  and  2)  other  strategies  to  contain 
Medicaid  long-term  care  expenditures  had  proven  unsuccessful. 

Implemented  in  October  of  1983,  the  Idaho  Relative  Responsibility  program 
identified  responsible  relatives  of  nursing  home  recipients  on  Medicaid, 
requested  income  information  from  these  relatives,  and  determined  a  monthly 
assessment  based  upon  the  relatives'  adjusted  Income.     The  maximum  assessment 
amount  was  $250  per  month,  or  25%  of  the  monthly  Medicaid  payment  amount, 
whichever  was  less.     The  average  assessment,  however,  was  only  $40  per  month, 
and  a  third  of  all  responsible  relatives  were  exempted  from  making  any 
contribution  at  all,  since  their  incomes  fell  below  the  established  threshold. 
Idaho  was  considerably  more  successful  in  collecting  contributions  from 
in-State  relatives  than  out-of-State  relatives,  who  comprised  almost  half  of 
all  responsible  relatives  identified. 

In  March  of  1984,  six  months  after  the  program  was  implemented,  the  State 
Attorney  General  rendered  an  opinion  that  Idaho's  Relative  Responsibility  law 
was  not  a  law  of  general  applicability,  and  therefore  out  of  conformance  with 
Federal  requirements.     The  basis  of  the  opinion  was  that  the  law  only  applied 
to  children  of  elderly  persons  receiving  Medicaid  assistance  in  nursing  homes, 
not  to  the  children  of  all  elderly  persons  receiving  public  assistance. 
Proponents  of  the  program  claimed  that  the  opinion  was  politically  motivated, 
and  that  the  law  could  have  passed  a  test  of  general  applicability  If 
challenged  In  the  courts.     Nonetheless,  upon  receiving  the  Attorney  General's 
opinion,  the  State  terminated  the  program  and  returned  all  collected  payments 
to  relatives  who  had  contributed. 
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It  Is  apparent  that  while  other  States  are  Interested  in  adopting  similar 
family  responsibility  programs,  they  are  reluctant  to  do  so  unless  the  legal 
criteria  for  a  "law  of  general  applicability"  are  more  specifically  outlined. 
If  States  cannot  enact  laws  which  are  specific  to  children  of  elderly  nursing 
home  recipients  on  Medicaid,  they  are  unlikely  to  pass  such  laws.     The  only 
other  option  Is  to  revise  Medicaid  statutes  to  specifically  allow  States  to 
retroactively  recover  payments  made  for  elderly  nursing  home  recipients  from 
their  adult  children.     Laws  of  general  applicability  are  not  required  for 
States  to  retroactively  recover  Medicaid  costs  for  Institutional  care  from 
spouses  and  parents  of  Medicaid  beneficiaries,  however,  and  a  number  of  States 
do  so. 

Shared  obligations;  future  policy  directions 

As  State  and  Federal  health  care  policymakers  confront  the  long-term  care 
dilemma  over  the  next  50  years,  they  will  continue  to  strive  for  a  proper 
balance  between  the  obligations  of  family  and  the  obligations  of  government  in 
meeting  the  long-term  care  needs  of  the  elderly.     Clearly,  it  is  a  shared 
obligation;  neither  government  nor  families  have  the  requisite  resources  to 
meet  the  demand  for  care. 

However,  effective  approaches  for  achieving  a  more  proper  balance  between 
the  responsibilities  of  government  and  family  are  not  easy  to  discern.  While 
the  Initiatives  presented  In  this  report  provide  some  basis  in  experience  for 
further  legislation  and  experimentation,  the  scope  of  that  experience  is  In 
fact  quite  limited.    Although  a  variety  of  Incentives  for  sustaining  family 
caregivers  have  been  tried,  there  Is  little  empirical  data  on  the  real 
consequences  of  these  policy  choices.    At  the  same  time,  there  are  those  who 
remain  wary  of  increased  government  intervention  into  the  family  Institution. 
As  well,  the  first  priority  In  allocating  public  resources  for  long-term  care 
must  be  the  12-15%  of  the  long-term  care  population  who  do  not  have  able  family 
members  to  assist  them.     In  any  case,  it  is  hoped  that  the  information  provided 
In  this  report  will  contribute  to  more  Informed  discussion  and  debate  on  this 
issue  among  those  who  are  involved  In  the  design  and  administration  of 
long-term  care  programs  for  our  nation's  elderly  population. 
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Chapter  1 
INTRODUCTION 


One  of  the  most  serious  problems  confronting  all  levels  of  government  over 
the  next  fifty  years  will  be  the  financing  and  delivery  of  long-term  care 
services  to  elderly  persons  with  chronic  illness.     Changes  in  demographics, 
longevity,  and  morbidity  have  combined  to  make  long-term  care  the  fastest 
growing  component  of  the  health  care  industry.     Not  only  is  the  number  of 
elderly  persons  growing  faster  than  the  U.S.  population  as  a  whole,  the  elderly 
population  is  itself  becoming  older.     Between  1980  and  1990,  the  number  of 
persons  of  age  75  and  over  will  increase  at  about  twice  the  rate  of  persons 
between  the  ages  of  65  and  74  (Arnett  et  al,  1985).     Between  1990  and  the  year 
2000,  the  number  of  persons  age  85  years  and  over  will  increase  four  times 
faster  than  the  total  U.S.  population  (Doty,  Liu  and  Weiner,  1985). 

In  response  to  this  problem,  health  care  policymakers  are  involved  in 
extensive  debate  regarding  how  these  services  can  be  most  efficiently  financed 
and  delivered.     There  is  growing  consensus  that  our  existing  financing  and 
delivery  systems  for  long-term  care  require  major  structural  reform.     There  is 
a  particular  concern  that  the  rising  costs  of  long-term  care  will  substantially 
impede  the  ability  of  States  to  provide  quality  health  care  to  other 
underinsured  populations  (National  Study  Group  on  State  Medicaid  Strategies, 
1983).     In  fiscal  year  1984,  Medicaid  payments  to  nursing  homes  totalled  $15.0 
billion,  accounting  for  44%  of  total  program  costs.     If  current  utilization 
trends  continue,  Medicaid  expenditures  for  nursing  home  care  are  expected  to 
reach  $28.6  billion  by  1990.     In  many  States,  the  rising  costs  of  nursing  home 
care  have  resulted  in  the  perceptible  erosion  of  Medicaid  coverage  for  other 
categorically-eligible  poor  people:     children,  the  disabled,  and  the 
non-institutionalized  elderly.     In  the  words  of  one  State  Medicaid  Director: 
"Doing  nothing  is  not  an  acceptable  option.     Without  major  structural  reforms, 
long-term  care  will  make  this  program  fall  apart." 

A  central  issue  in  the  long-term  care  policy  debate  is  the  relative 
contribution  of  government  and  family  in  providing  long-term  care  services. 
Research  has  consistently  shown  that  informal  caregivers — family,  friends,  and 
neighbors — provide  the  majority  of  services  to  elderly  persons  with  long-term 
care  needs.     Data  from  the  1982  Long-Terra  Care  Survey,   for  example,  show  that 
among  elderly  persons  who  require  daily  assistance  with  personal  care 
activities  such  as  eating,  toileting,  mobility,  bathing  and  dressing,  only 
about  one  in  four  reside  in  long-term  care  institutions  (Macken,  1985).  The 
remaining  75% — some  3.3  million  elderly  In  1982 — reside  In  non-institutional 
settings.     And  of  functionally  impaired  elderly  living  in  the  community,  only 
about  15%  receive  services  from  public  programs.     Informal  caregivers, 
particularly  spouses  and  daughters,  are  the  primary  sources  of  assistance  for 
elderly  persons  with  long-term  care  needs.    This  balance  between  formally  and 
informally  provided  long-term  care  is  substantiated  by  other  surveys  of  the 
non-institutionalized  impaired  elderly  (Branch  and  Jette  1983,  Soldo  1983,  GAO 
1977,  Chang  and  Swart,  1984). 
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Consequently,  policymakers  are  looking  for  better  ways  in  which  public 
resources  can  be  directed  towards  maintaining  the  strength  of  the  informal 
caregiving  network.     There  is  concern  that  existing  financing  and  delivery 
systems  tend  to  undermine  and  discourage  informal  caregiving,  rather  than 
complement  and  reinforce  it.     For  example,  many  families  learn  that  the  easiest 
way  to  receive  public  assistance  with  their  caregiving  burden  is  to  place  their 
elderly  kin  in  a  nursing  home  or  other  long-term  care  institution.     For  a 
variety  of  reasons,  most  public  resources  for  long-term  care  flow  to  these 
institutional  settings.     Many  would  prefer  to  see  a  greater  proportion  of  our 
resources  directed  towards  assisting  families  who  are  caring  for  loved  ones  at 
home  at  great  personal,  but  no  public,  cost.     At  the  same  time,  many  feel  that 
increased  resources  to  assist  family  members  at  home  can  only  be  made  available 
if  sons  and  daughters  take  on  increased  financial  responsibility  for  elderly 
parents  who  are  receiving  public  assistance  in  nursing  homes. 

This  report  discusses  three  policy  options  which  have  been  proposed  to 
alter  the  balance  between  government  and  family  responsibilities  for  providing 
long-term  care  services  to  the  frail  and  impaired  elderly.     Two  of  the  options 
concern  increased  financial  incentives  for  family  caregiving;  one  involves 
increased  family  responsibility  for  nursing  home  care.     Specifically,  they  are: 

•  Paying  Family  Members  as  Medicaid  Providers.     Current  Medicaid  policy 
restricts  States  from  using  family  members  as  paid  Medicaid  providers  of 
long-term  care  services.     One  option  is  to  ease  these  restrictions,  so 
that  States  could  choose  to  contract  with  family  members  as  qualified 
providers  of  service  under  certain  circumstances.     In  Chapter  3,  the 
experiences  of  13  State  programs  which  provide  payments  to  family  members 
for  caring  for  elderly  dependents  are  described  and  compared.    Most  of 
these  programs  are  funded  through  the  Social  Services  Block  grant  or  with 
State  funds,  although  a  few  States  do  pay  family  members  as  Medicaid 
providers,  under  special  circumstances.     The  discussion  focuses  upon  the 
criteria  applied  by  States  in  determining  whether  family  members  should  be 
paid  providers  of  long-term  care  services. 

•  Tax  Incentives  for  Family  Care.     The  existing  Federal  income  tax  structure 
provides  limited  subsidies  to  some  families  which  purchase  dependent  care 
services  for  their  elderly  kin,  in  highly  restricted  circumstances. 
Various  proposals  have  been  made  to  modify  the  tax  code  to  increase 
Federal  subsidies  through  exemptions,  deductions,  or  credits  to  encourage 
informal  caregiving.     Four  States — Idaho,  Arizona,  Oregon  and  Iowa — have 
enacted  State  tax  incentive  programs.     These  Federal  and  State  tax 
incentive  proposals  are  described  in  Chapter  4. 

•  Squiring  Financial  Contributions  From  Adult  Children  of  Institutionalized 
Aged  Medicaid  Recipients.     This  policy  option  would  require  adult  children 
who  are  financially  able  to  pay  for  a  portion  of  the  cost  of  nursing  home 
care  when  their  parent  is  on  Medicaid.     It  is  a  proposal  which  has 
generated  considerable  controversy  in  the  public  long-term  care  policy 
debate  in  recent  years.     Chapter  5  provides  a  background  discussion  to  the 
issue  of  family  responsibility  in  Medicaid,  examines  the  potential  costs 
and  benefits  of  such  programs,  and  discusses  some  of  the  more  technical 
aspects  of  implementing  a  family  responsibility  program.    Chapter  6 
describes  a  short-lived  attempt  by  the  State  of  Idaho  to  implement  a 
family  responsibility  program  in  1983. 
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The  reader  may  be  Initially  perplexed  why  these  three  policy  options  have 
been  Incorporated  Into  a  single  study,  since  the  first  two  Involve  Increased 
public  subsidies  for  Informal  careglvlng,  while  the  third  option  Is  generally 
perceived  as  a  strategy  for  shifting  a  greater  share  of  careglvlng 
responsibilities  away  from  government  and  back,  onto  family  members. 
Conceptually,  however,  the  three  options  are  closely  linked.     Together,  they 
raise  the  questions:     Why  should  the  relative  contributions  of  families  and 
government  be  determined  by  the  residential  environment  In  which  long-term  care 
services  are  delivered?     Should  not  the  level  of  government  support  be 
primarily  related  to  the  needs  of  the  recipient  and  the  ability  of  family 
members  to  help  meet  those  needs?    Moreover,  from  a  fiscal  perspective,  It  may 
be  prudent  to  Implement  both  types  of  policy  options  together — using  savings 
derived  from  family  responsibility  programs  to  provide  Increased  financial 
incentives  for  informal  careglvlng  In  non-lnstltutlonal  settings. 

A  study  of  shared  obligations  for  long-term  care  Inevitably  touches  upon 
serious  philosophical,  moral,  and  sociological  Issues  regarding  the  relative 
roles  of  government  and  family  In  meeting  the  needs  of  an  aging  population. 
The  report  does  not  discuss  the  three  policy  options  on  these  levels.  The 
purpose  of  the  report  Is  to  provide  Information  about  alternative  courses  of 
action  which  will  allow  the  policy  debate  to  be  undertaken  on  a  more  informed 
level.     It  is  primarily  directed  toward  Federal  and  State  Medicaid  policymakers 
who  are  wrestling  with  the  problem  of  how  to  most  efficiently  finance  and 
deliver  long-term  care  services  to  the  aged  who  qualify  for  Medicaid. 

1 . 1    Research  Findings  on  Informal  Careglvlng 

It  is  one  thing  to  say  that  increased  public  resources  should  be  directed 
towards  supporting  informal  caregivers;   It  Is  altogether  another  thing  to 
design  specific  Interventions  and  implement  them.     Policies  to  provide 
increased  support  to  informal  caregivers  must  build  upon  existing  knowledge  of 
the  structure  and  dynamics  of  the  Informal  careglvlng  system.     In  recent  years, 
there  has  been  extensive  research  conducted  on  the  nature  of  the  Informal 
careglvlng  system,  and  while  this  research  Is  far  from  complete,  It  provides  a 
solid  research  foundation  for  policy  development  In  this  area. 

Data  from  the  1982  Long-Term  Care  survey  indicate  that  19.1%  of  the 
non-instltutlonallzed  elderly  are  functionally  Impaired  in  either  basic 
Activities  of  Daily  Living  (ADL),  Instrumental  Activities  of  Daily  Living 
(IADL),  or  both  (Macken,  1985).     For  these  persons,  spouses  and  daughters  are 
the  primary  source  of  assistance  (Exhibit  1-1).     Of  all  elderly  persons  with 
ADL  limitations  living  in  the  community,  35.6%  received  assistance  from  a 
spouse,  and  32.6%  received  assistance  from  a  daughter.     Similarly,  in  a  survey 
of  the  non-ihstitutionallzed  Impaired  elderly  In  Wisconsin,  38%  designated  an 
adult  child  as  their  primary  caregiver,  31%  designated  their  spouse,  12%  cited 
a  sibling  or  other  relative,  and  about  7%  designated  a  neighbor  or  friend 
(Exhibit  1-2)  (Chang  and  Swart,  1984).     Only  13%  of  the  Impaired  elderly 
Indicated  they  had  no  source  of  Informal  assistance,  and  relied  on  formal 
sources  of  assistance  only.     While  relative  caregivers  are  the  primary  sources 
of  help  for  the  Impaired  elderly,  non-relative  caregivers,  such  as  neighbors 
and  friends,  comprise  an  important  component  of  the  Informal  careglvlng  network 
(Cantor,  1979). 
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Exhibit  1-1 


Sources  of  Help  for  Elderly  Persons  with  ADL  Limitations 

Percent  of  persons  receiving  help 
Sources  of  Help  provided  by  specified  source 


Informal  Systems 

Spouse  35.6% 

Daughter  32.6% 

Son  17.1% 

Female  Relative  14.2% 

Male  Relative  8.1% 

Daughter-in-law  7.8% 

Female  friend  7.5% 

Son-in-law  4.7% 

Sister  4.5% 

Male  friend  3.0% 

Other  unpaid  person  2.4% 

Brother  1.7% 

Formal  Systems 

Paid  individuals  17.4% 

Social  Agencies 

Paid  12.8% 

Unpaid  4.3% 


Source:     Macken,  C.L.:     A  Profile  of  Functionally  Impaired  Aged  Persons  in  the 
Community  (draft  report).    HHS.  HCFA,  Office  of  Research,  1985.     Percentages  do 
not  add  to  100%  since  persons  may  receive  assistance  from  more  than  one  source. 

Although  informal  caregivers  are  the  primary  sources  of  assistance  for  most 
impaired  elderly  persons,  research  data  suggest  that  an  increasing  proportion 
of  this  assistance  is  inter-household  rather  than  int ra-household .     In  other 
words,  an  increasing  proportion  of  elderly  persons  with  long-terra  care  needs  do 
not  live  in  the  same  household  as  the  informal  caregiver.     Among  all  elderly 
persons — healthy  and  impaired — an  increasing  proportion  are  living  alone,  and  a 
decreasing  proportion  of  elderly  persons  without  a  spouse  are  living  with  their 
adult  children,  as  shown  in  Exhibits  1-3  and  1-4.     These  trends  are 
particularly  evident  for  females  over  the  age  of  75.    Elderly  males  are  both 
less  likely  to  outlive  their  spouse  and  more  likely  to  remarry  if  their  spouse 
dies  before  them. 

Consequently,  an  elderly  male  who  is  functionally  impaired  is  much  more 
likely  to  have  an  available  spouse  than  an  impaired  elderly  female.    Data  from 
the  1982  Long-Term  Care  survey  indicate  that  about  73%  of  all  functionally 
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Exhibit  1-2 


Distribution 

of  Elderly 

Long-Term 

Care  Popu 

lation 

by  Primary  Informal  Caregiver  and 

Household 

Status 

 Primary  Informal  Caregi 

ver  

* 

No 

Other 

Neighbor 

Informal 

Household  Status 

Spouse 

Child 

Relative 

or  Friend 

Total 

Caregiver 

Intra-Household 

30.7% 

11.8% 

4.4% 

1.8% 

48 . 7% 

Inter-Household 

25.8% 

7.7% 

4.9% 

38.4% 

Total 

30.7% 

37.6% 

12.1% 

6.7% 

87.1% 

12.9% 

Source:     1981  Survey  of  Older  Wisconsin  Residents,  (Chang  and  Swart,  1984). 

impaired  elderly  males  are  married,  compared  to  only  28%  of  functionally 
impaired  elderly  females  (Macken,  1985).    Among  the  old-old,  the  difference  is 
even  more  dramatic.    Almost  half  (49%)  of  all  functionally  impaired  males  85 
years  of  age  and  older  living  in  the  community  are  still  married,  compared  to 
only  8%  of  impaired  females  over  the  age  of  85. 

Research  has  documented  that  once  elderly  persons  require  assistance  with 
activities  of  daily  living,  they  are  likely  to  seek  out  a  shared  living 
arrangement  with  a  relative  or  friend  (Soldo,  1983).    Thus,  of  the  56%  of  the 


Exhibit  1-3 

Percent  of  Elderly  Living  Alone,  by  Age  and  Sex:  1965-1981 


— Female- 

65-74 

75+  65 

and  over 

65-74 

75+ 

65  and  over 

1965 

11.7% 

15.7% 

13.1% 

27.9% 

29.9% 

28.6% 

1970 

11.3 

19.1 

14.1 

31.6 

37.0 

33.8 

1975 

12.1 

18.2 

14.2 

32.9 

40.6 

36.0 

1981 

11.1 

19.0 

13.8 

34.2 

45.1 

38.8 

Source : 

U.S.  Bureau 

of  the  Census, 

1984. 
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elderly  long-term  care  population  which  is  not  married,  about  20-25%  live  in  a 
shared  living  arrangement  with  children,  other  relatives,  or  with 
non-relatives.    However,  some  30-35%  of  the  functionally  impaired  elderly  still 
live  alone  (Weissert , -1982;  Chang  and  Swart,  1984). 

The  trend  toward  fewer  multi-generational  households  has  led  to  speculation 
that  filial  responsibility  values  are  on  the  decline.     Research  has 
consistently  dissipated  this  myth,  however.     In  a  comprehensive  review  of 
filial  responsibility  and  social  policy,  Schorr  points  out  that  shared 
households  between  aged  parents  and  adult  children  have  historically  been  a 
matter  of  economic  necessity,  not  of  choice  (1980).     Survey  research  has 
consistently  found  that  the  preferred  living  arrangement  for  both  elderly 
parents  and  adult  children  is  "separate  but  nearby."    The  trend  toward  separate 
households  for  single  elderly  persons  is  primarily  attributable  to  the  improved 
economic  status  of  the  elderly,  which  has  allowed  single  elderly  persons  to 
maintain  their  own  households,  rather  than  share  economic  resources  with  their 
adult  children.     Further,  at  least  part  of  the  decline  in  multi-generational 
households  is  due  to  the  declining  tendency  for  newlyweds  to  live  with  one  or 
the  other's  parents  before  establishing  their  own  household  (Mindel,  1979). 


Exhibit  1-4 

Percentage  of  Non-Married  Elderly  Persons  Living  with  Kin,  By  Sex;  1950-1977 
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Consequently,  as  shown  in  Exhibit  1-2,  most  informal  caregivers  do  not  live 
in  the  same  household  as  the  recipient  of  care.     In  the  Wisconsin  survey,  among 
those  elderly  who  had -informal  caregivers,  56%  received  care  from  persons  who 
lived  outside  the  household,  while  44%  received  care  from  inter-household 
caregivers.    Among  informal  caregiving  arrangements  in  which  a  spouse  was  not 
available  as  the  primary  caregiver,  the  proportion  of  Inter-household  to 
intra-household  caregiving  arrangements  was  more  than  two  to  one.     In  another 
survey  of  informal  caregivers,  only  27%  of  adult  child  caregivers  and  15%  of 
other-relative  caregivers  provided  care  within  their  own  homes;  the  remaining 
children  and  other  relatives  provided  inter-household  care  (Horowitz  and 
Dobrof,  1982).     This  study  also  found  that  intra-household  caregiving 
arrangements  were  more  prevalent  within  lower-income  groups. 

Informal  caregivers  are  more  likely  to  provide  assistance  with  instrumental 

activities  of  daily  living  (IADL)  housekeeping,  transportation,  food 

preparation,  grocery  shopping— than  with  basic  ADL  activities — bathing,  eating, 
grooming,  transfers,  walking  and  dressing.     In  a  study  by  Branch  and  Jette,  of 
elderly  persons  receiving  assistance  in  IADL  activities,  86%  relied  solely  on 
informal  caregivers  for  these  services,  3%  relied  on  formal  care  providers, 
while  11%  relied  on  a  combination  of  formal  and  informal  caregivers.    When  an 
elderly  person's  long-term  care  needs  Increase,  and  assistance  with  basic  ADL 
activities  is  needed,  the  reliance  upon  formal  service  providers  increases. 
Among  persons  receiving  basic  ADL  services,  50%  relied  solely  on  informal 
caregivers,  38%  relied  on  formal  service  providers,  while  12%  relied  on  a 
combination  of  formal  and  informal  sources  of  assistance.    Thus,  while  informal 
caregivers  provide  almost  all  services  for  elderly  persons  who  require 
relatively  low  levels  of  assistance,  the  elderly  and  their  Informal  caregivers 
are  more  likely  to  turn  to  the  formal  care  system  for  assistance  when  the 
service  needs  of  the  recipient  increase  (Branch  and  Jette,  1983). 

Spouse  caregivers  appear  to  be  an  exception.     Spouses  are  less  likely  than 
other  caregivers  to  seek  outside  sources  of  assistance,  maybe  related  to 
feelings  of  marital  obligation  (Johnson  and  Catalana,  1983).    As  a  result, 
spouses  often  experience  the  greatest  stress  in  the  caregiving  role  (Cantor, 
1983).    Many  spouses  continue  to  try  to  remain  the  sole  caregiver  even  when  the 
care  needs  of  spouses  exceed  their  own  abilities  to  meet  those  needs,  and  even 
when  their  own  health  and  functional  status  may  be  impaired.     Cantor  has 
therefore  hypothesized  that  the  strains  of  informal  caregiving  are  positively 
related  to  the  emotional  closeness  of  the  caregiver  to  the  carereceiver , 

While  a  number  of  studies  have  tried  to  link  the  burdens  of  informal 
caregiving  with  the  decision  to  institutionalize  an  elderly  relative,  research 
has  yet  to  support  such  a  linkage.     Rather,  the  decision  to  institutionalize  an 
elderly  relative  is  more  usually  predicated  by  a  crisis,  such  as  a  major  change 
in  health  status,  such  that  the  informal  caregiving  relationship  is  no  longer 
adequate  to  meet  the  recipient's  needs  (Smallegan,  1983).     Often  this  occurs 
when  the  needs  of  the  elderly  person  come  to  Include  medical  as  well  as 
non-medical  services,  or  when  the  elderly  person  becomes  mentally  disoriented 
to  the  point  where  the  family  feels  no  longer  capable  of  managing  the  patient's 
care . 
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1.2    Informal  Caregiving  for  the  Medicaid  Population 


Unfortunately,  research  on  informal  caregiving  has  generally  not 
distinguished  between  the  Medicaid  and  non-Medicaid  aged  population  in  either 
data  collection  or  analysis.     This  report,  on  the  other  hand,  is  concerned 
primarily  with  incentives  to  families  of  aged  Medicaid  recipients,  or  families 
of  persons  who  would  be  eligible  for  Medicaid  shortly  after  nursing  home 
placement . 

In  1984,  only  about  3.2  million  of  the  28.0  million  elderly  (11.3%)  were 
Medicaid  recipients,  either  in  institutions  or  in  the  community.     However,  the 
1982  Long-Term  Care  Survey  showed  that  about  18.4%  of  functionally  impaired 
elderly  persons  in  the  community  are  Medicaid-eligible  (Macken,  1986).     This  is 
due  to  the  fact  that  functional  impairment  and  poverty  (and  thus,  Medicaid 
eligibility)  among  the  elderly  are  both  correlated  with  age. 

Policymakers  are  obviously  less  interested  in  providing  financial 
incentives  to  families  of  elderly  persons  who  are  not  eligible  for  medical 
assistance.     It  is  therefore  important  to  know  how  the  informal  support 
networks  of  Medicaid  clients  differ  from  the  informal  support  networks  of 
elderly  persons  not  eligible  for  Medicaid.     If,  indeed,  the  informal  support 
structures  of  Medicaid  clients  are  less  capable  than  those  of  the  elderly 
population  at  Large,  then  that  information  is  important  to  the  structuring  of 
financial  incentives  aimed  at  families  of  the  Medicaid  beneficiaries.  More 
research  in  this  area  is  needed. 


1 .3    Informal  Caregiving  in  the  Future:     Increasing  Demands-Decreasing  Supply? 

There  has  been  considerable  speculation  that,  in  the  future,  the  ability  of 
the  informal  caregiving  network  to  provide  assistance  to  the  elderly  long-term 
care  population  will  decline,  for  three  major  reasons: 

•  As  the  size  of  the  nation's  elderly  population  continues  to  grow,  the 
demand  for  long-term  care  services  will  increase  more  rapidly  than  the 
supply  of  potential  informal  caregivers. 

•  The  increasing  labor  force  participation  of  women  will  further  decrease 
the  number  of  "potentially  available"  informal  caregivers. 

•  The  continued  trend  away  from  multi-generational  households  and  the 
increasing  mobility  of  the  population  at  large  means  that  fewer  children 
will  be  in  a  position  to  fulfill  the  informal  caregiving  role. 

The  proportion  of  elderly  persons  to  their  offspring  is  often  referred  to 
as  the  "Elderly/Offspring  Dependency  Ratio."    In  1985,  we  are  now  actually 
experiencing  a  temporary  peak  in  this  ratio,  related  to  a  decline  in  fertility 
rates  during  the  1930s.     This  peak  will  not  be  exceeded  again  until  the  year 
2020,  as  shown  in  Exhibit  1-5.     This  is  related  to  the  fact  that  the  baby  boom 
generation  will  soon  be  moving  into  the  age  cohort  where  they  will  be  the 
informal  caregivers.    A  dramatic  increase  in  the  dependency  ratio  will  occur 
when  the  baby  boom  generation  is  itself  elderly  in  another  30-40  years. 

As  Exhibit  1-5  illustrates,  the  Elderly/Offspring  Dependency  Ratio  varies 
within  different  age  cohorts  of  the  elderly  population.    Although  the 
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relatively  young  elderly — those  between  65  and  79 — will  have  an  increasing 
supply  of  offspring  to  potentially  serve  as  informal  caregivers  over  the  next 
35  years,  the  burden  on  children  of  persons  over  the  age  of  80,  those  most 
likely  to  have  long-term  care  needs,  will  not  reach  its  initial  peak  until  the 
year  2000.     In  other  words,  the  baby  boom  population  will  not  serve  as  a 
potential  source  of  increased  informal  caregiving  for  those  elderly  who  are 
most  likely  to  need  long-term  care  for  another  15  years. 

Elderly/Offspring  Dependency  Ratios  compare  the  total  number  of  elderly 
persons  in  a  specific  age  cohort  to  the  total  number  of  offspring  of  that 
cohort.    Another  important  measure,  however,  is  simply  how  many  elderly  persons 
have  at  least  one  child.    This  statistic  is  important  because  research  has 
shown  that  informal  care  is  usually  provided  by  a  single  caregiver.     A  survey 
of  elderly  persons  conducted  in  1975  found  that  80%  of  all  elderly  had  at  least 
one  surviving  child  (Shanas,  1979),  and  the  U.S.  Bureau  of  the  Census  has 
estimated  that  in  1984,  78%  of  the  elderly  had  at  least  one  living  child  (U.S. 
Bureau  of  the  Census,  1984).     This  statistic  is  expected  to  increase  over  the 
next  15  years  to  about  90%  by  the  year  2000,  and  then  to  again  decline  (HHS, 
1981).    Long-run  trends  are  difficult  to  predict,  since  they  depend  in  part 
upon  the  fertility  patterns  of  current  and  future  child-bearing  generations. 


Exhibit  1-5 

Elderly/Offspring  Dependency  Ratios;     1930  to  2030 
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In  projecting  the  potential  supply  of  Informal  caregivers  to  dependent 
elderly,  the  role  of  non-relative  caregivers  Is  often  overlooked.     It  is 
important  to  remember "that  over  75%  of  the  elderly  have  no  functional 
impairments.     Increases  in  the  elderly  population  In  future  years  will  also 
mean  Increases  In  the  number  of  friends  and  neighbors  who  can  potentially 
provide  informal  care.     Elderly  persons  In  need  of  long-term  care  assistance 
may  Increasingly  look  within  their  own  generation  for  sources  of  support, 
rather  than  to  the  next. 

Since  adult  daughters  have  served  as  the  primary  source  of  Informal 
careglvlng,  many  feel  that  the  Increasing  labor  force  participation  of  women 
will  result  In  a  declining  supply  of  adult  daughters  to  serve  as  primary 
caregivers.    However,  research  has  failed  to  provide  conclusive  evidence  that 
adult  daughters  who  work  are  less  likely  to  serve  as  Informal  caregivers  than 
those  who  are  not  employed.     Some  studies  have  actually  found  that  being 
married  was  more  of  an  Impediment  to  Informal  careglvlng  than  having  a 
full-time  job  (Doty,  1984) . 

Although  a  decreasing  proportion  of  elderly  persons  are  living  with  their 
children,  research  also  shows  that  the  great  majority  of  these  children  still 
live  nearby  and  see  their  parents  frequently.     A  1975  survey  of  the 
elderly  showed  that  while  only  18%  of  all  elderly  who  had  children  shared  a 
household  with  at  least  one  of  their  children,  another  54%  lived  within  30 
minutes  of  their  nearest  child.     Only  27%  of  all  elderly  lived  more  than  a  half 
an  hour  from  their  nearest  child ,  and  11%  had  not  seen  at  least  one  of  their 
children  in  the  last  month  (Shanas,  1979). 

Many  elderly  who  do  not  live  near  their  children  are  those  who  remain  stuck 
in  rural  areas  or  in  large  urban  centers  which  have  subsequently  deteriorated 
economically  (U.S.  Bureau  of  the  Census,  1984).    Their  children,  on  the  other 
hand,  have  found  the  economic  means  and  motivation  to  leave  these  areas.  Thus, 
it  may  be  possible  to  identify  "gerontlc  enclaves"  of  elderly  who  are  removed 
from  their  normal  Informal  support  networks. 

1.4    Evaluating  the  Merits  of  Financial  Incentives:     A  Framework  for  Analysis 

This  section  Introduces  a  number  of  analytical  Issues  In  the  policy  debate 
on  financial  incentives  for  family  care.     They  provide  a  framework  for 
evaluating  the  relative  merits  of  the  specific  policy  options  which  are 
examined  In  this  report. 

•    Should  government  Interfere  with  the  Informal  careglvlng  network  at  all? 

When  gerontological  research  began  documenting  the  careglvlng  burden  borne 
by  family  members,  and  the  stresses  they  experienced,  there  was  Initial 
sentiment  to  develop  programs  which  would  provide  these  caregivers  with 
relief.     This  was  partly  due  to  the  fact  that  many  of  the  earlier  studies  drew 
their  information  from  samples  of  caregivers  who  had  approached  public  agencies 
after  some  breakdown  in  the  careglvlng  relationship  (Noelker,  1984). 
Subsequent  studies  of  random  samples  of  informal  caregivers  have  confirmed  that 
most  caregiver-carerecelver  relationships  are  quite  stable  over  extended  time 
periods,  without  assistance  from  formal  service  agencies  (Poulshock,  1982). 
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This  had  led  some  researchers  to  question  whether  the  government  should 
intervene  in  the  informal  caregivlng  network  at  all: 

"The  assumption  that  policy  and  programs,  either  existing  or  proposed, 
can  have  a  significant  effect  on  family  care  of  the  elderly  deserves 
reconsideration.     It  might  be  asked  whether  the  government  can  offer 
any  incentive  or  disincentive  that  would  induce  an  unwilling  or 
incapable  relative  to  undertake  the  care  of  an  impaired  family  member 
or  dissuade  a  caring  spouse  or  child  from  helping  their  husband,  wife, 
or  parent.    Research  and  clinical  studies  on  family  care  of  the  aged 
have  consistently  shown  that  families  do  not  neglect  or  abandon  their 
elderly;  that  some  families,  possibly  many,  can  effectively  sustain 
caregiving  without  adverse  effects;  and  that  the  difficulty  is  not  the 
premature  relinquishment  of  caregiving  by  families  but  the 
continuation  of  caregiving  when  family  care  is  no  longer  the  most 
appropriate  solution  to  the  impaired  elder's  care  needs."  (Noelker, 
1984) 

Others  are  concerned  that  formal  intervention  by  public  programs  may 
have    an  adverse  effect  on  family  caregiving  arrangements: 

"If  we  accept  the  premise  that  both  informal  and  formal  social  care 
have  unique  value  and  that  the  welfare  of  older  persons  is  advanced  by 
cooperative  efforts,  we  must  be  careful  not  to  upset  the  delicate 
balance  between  the  two  subsystems.    The  tendency  to  formalize  the 
informal  system,  regulate  it,  and  bureaucratize  it,  in  our  desire  to 
enhance  and  support,  poses  a  real  and  serious  threat ... .The  basic 
issue  of  how  to  strengthen  informal  networks  without  transforming  them 
into  formal  entities  and  creatures  of  government  is  crucial 
everywhere."  (Cantor,  1984) 

Thus,  the  first  issue  is  whether  public  policies  affect  informal  caregiving 
behaviors  at  all,  and  even  if  they  do,  whether  those  effects  are  desirable 
ones. 

•       Are  financial  incentives  the  appropriate  policy  Intervention  to  support 
informal  caregiving? 

Even  if  policy  interventions  are  desirable,  then  the  question  is  whether 
the  financial  incentives  discussed  in  this  report  are  preferable  to  other 
possible  interventions,  such  as  direct  care  assistance,  counseling,  training, 
or  respite  care.     Sussman  asked  a  random  sample  of  community  residents  to 
indicate  what  types  of  formal  assistance  they  would  prefer  in  a  hypothetical 
caregiving  situation  (Sussman,  1977).     Respondents  expressed  preference  for  a 
monthly  check  as  the  most  desirable  type  of  assistance.     Horowitz  found  the 
same  results  when  replicating  the  survey  in  a  sample  of  actual  informal 
caregivers  (Horowitz,   1983).     However,  within  the  subsample  of  family 
caregivers  (i.e.,  excluding  informal  caregivers  who  were  non-relatives),  over 
80%  preferred  direct  assistance  with  care-related  tasks  instead  of  financial 
support.     Horowitz  therefore  concluded  that  public  resources  should  be  devoted 
to  expansions  in  direct  services  to  family  caregivers,  and  not  to  financial 
incentives. 
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Other  research  has  identified  the  specific  stresses  associated  with 
informal  caregiving.     Financial  stresses  have  generally  been  found  secondary  to 
emotional  and  physical  ones  (Cantor,  1983).    Moreover,  different  types  of 
stresses  have  been  associated  with  different  types  of  caregiving 
configurations.     Noelker  and  Wallace  found  that  financial  burdens  were  highest 
in  husband-wife  configurations,  and  where  the  recipient  lived  with  an  unmarried 
adult  child  (Noelker  and  Wallace,  1985).    While  the  highest  stress  was  reported 
by  married  adult  children  in  three-generation  households,  these  stresses  were 
not  financially  related.     Care-related  financial  burdens  were  least  evident  in 
households  with  a  male  wage-earner.     This  research  underscores  the  wide 
diversity  of  informal  caregiving  relationships  and  suggests  that  different 
intervention  strategies  are  appropriate  to  different  caregiving 
configurations.     Financial  incentives  may  be  the  right  intervention  in  some 
cases,  the  wrong  one  in  others. 

•    Will  the  provision  of  financial  incentives  to  family  members  increase  the 
supply  of  long-term  care  services  or  produce  substitution  effects? 

Financial  incentives  for  family  caregivers  are  proposed  as  a  cost-effective 
method  for  the  public  to  purchase  long-term  care  services.     It  is  postulated 
that  informal  caregivers  offer  a  better  "value"  for  the  public  tax  dollar  than 
other  sources  of  supply  for  long-term  care  services.    However,  this  argument 
assumes  that  financial  incentives  will  increase  the  supply  of  long-term  care 
services  provided  by  informal  caregivers,  not  simply  pay  them  for  services  that 
they  would  have  provided  without  incentives.    When  public  resources  are  used  to 
pay  for  services  that  would  have  been  purchased  or  provided  by  the  private 
sector,  substitution  effects  are  said  to  have  occurred  (Urban  Systems,  1981; 
Greene,  1983).     The  objective  is  to  maximize  the  additive  effects  of  public  and 
private  expenditures  and  minimize  the  substitution  of  public  for  private 
effort. 

It  is  also  important  to  distinguish  "short-term  substitution"  and 
"long-term  substitution"  (Urban  Systems,  1982).     A  policy  objective  may  be  to 
temporarily  relieve  family  providers  from  the  excessive  strains  of  caregiving 
over  the  short  term  so  that  they  might  be  more  able  to  continue  their 
caregiving  role  over  the  long  term.     In  other  words,  policies  to  promote  family 
caregiving  may  be  intended  to  produce  short-term  substitution  effects,  which 
will  still  result  in  cost-savings  if  the  duration  of  time  over  which  family 
members  are  willing  to  maintain  their  caregiving  role  is  extended.  For 
example,  the  policy  objective  of  respite  care  is  to  provide  short-term  relief 
to  family  members  so  that  the  strains  of  caregiving  do  not  become  burdensome  to 
the  point  where  the  family  decides  it  can  no  longer  continue  its  informal  role. 

Results  from  the  recently  completed  evaluation  of  the  National  Long  Term 
Care  Demonstration,  better  known  as  the  Channelling  Demonstration,  show  that 
formal  interventions  did  not  significantly  reduce  the  amount  and  type  of 
informal  care  provided  to  the  channelling  clients.     These  results  suggest  that 
formal  services  supplemented,  rather  than  substituted,  for  services  which  were 
being  provided  by  informal  caregivers,  leading  to  reductions  in  the  level  of 
unmet  needs  among  the  study  population  (Mathematica  Policy  Research,  1985). 
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•      Can  financial  Incentives  for  family  care  be  made  cost-effective? 


Policymakers  are  interested  in  the  potential  of  incentives  for  family 
caregiving  as  a  strategy  to  contain  aggregate  long-term  care  expenditures.  In 
fact,  in  the  current  fiscal  environment,  at  least  at  the  Federal  level, 
policymakers  are  likely  to  increase  public  supports  for  informal  caregivers 
only  when  a  strong  case  can  be  made  that  benefits  will  exceed  costs. 

Incentives  for  family  caregiving  will  be  cost-effective  only  if  the  costs 
of  incentives  are  exceeded  by  public  costs  which  are  avoided  as  a  result  of 
increased  informal  caregiving.     Cost-savings  are  usually  conceptualized  in 
terms  of  reduced  Medicaid  expenditures  for  nursing  home  care  if  families  are 
induced  to  delay  nursing  home  placement  or  more  readily  accept  the  discharge  of 
an  elderly  parent  to  the  community.     However,  incentives  for  family  care  may 
also  affect  demand  for  physician  services,  inpatient  hospital  stays,  home 
health  visits,  or  other  services  paid  by  Medicaid.*    For  financial  incentives 
for  family  care  to  be  cost-effective,  then  incentives  must  be  targeted  to  those 
long-term  care  clients  whose  utilization  of  Medicaid  services  will  be  lessened 
as  a  direct  result  of  the  incentives. 

To  achieve  cost-savings,  long-term  care  services  purchased  from  informal 
caregivers  must  supplant  services  that  would  otherwise  have  been  provided  by 
the  formal  health  care  system.     It  is  not  sufficient  that  financial  incentives 
for  family  care  increase  the  total  supply  of  long-term  services.     For  example, 
incentives  for  family  care  may  be  effective  in  "purchasing"  additional 
companion  services  or  food  preparation  services  from  informal  caregivers,  but 
have  no  impact  on  the  client's  utilization  of  other  health  care  services  paid 
for  by  Medicaid  or  other  public  programs.     If  this  is  the  case,  then  arguments 
can  be  made  that  financial  incentives  are  a  desirable  strategy  for  improving 
the  quality  of  care  provided  to  persons  in  need  of  long-term  care,  but  it  could 
not  be  argued  that  financial  incentives  produce  net  cost-savings  when  compared 
to  the  policy  option  of  providing  no  incentives. 

•      Would  financial  incentives  for  family  care  effect  greater  equity  in  the 
financing  and  delivery  of  long-term  care  services? 

In  rebuttal  to  the  argument  that  government  should  not  intervene  in  the 
informal  caregiving  network  is  the  proposition  that  it  already  has,  in  an 
injurious  way.    There  is  widespread  perception  that  existing  long-term  care 
policies  are  not  supportive  of  families  who  provide  care  to  their  elderly  kin, 
and,  in  fact,  encourage  them  to  abandon  their  kin  to  the  formal  care  system. 
This  line  of  thinking  is  probably  best  articulated  by  a  1980  Report  of  the 
Select  Committee  on  Aging: 

....the  public  sector,  without  re-empowering  these  natural  care 
systems  (community-based  caregivers),  is  not  capable  of  meeting  the 
service  needs  of  today's,  let  alone  tomorrow's  seniors .. .Too  often  in 


Incentives  for  family  care  may  also  affect  utilization  of  services  paid 
by  Medicare  and  other  Federal  and  State  programs,  but  this  study  is  concerned 
primarily  with  potential  impacts  on  the  Medicaid  program,  since  Medicaid  is 
the  primary  financing  source  for  long-term  care. 
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the  past,  senior  service  programs  have  been  designed  without  tapping 
the  strength  of  the  family.  Our  programs  for  financing  chronic  care, 
for  example,  do  little  to  permit  or  encourage  home  care  administered 
by  family  members.  In  fact,  there  is  a  distinct  anti-family  bias  in 
the  Medicaid  program  [emphasis  added ]... .despite  this  the  family 
survives  and  will  continue  to  survive  as  the  most  desirable  provider 
of  human  care  to  seniors  (U.S.  House  of  Representatives,  1980). 2 

A  perception  exists  that  the  long-term  care  financing  system  is  an 
either/or  situation:     either  informal  caregivers  shoulder  the  burden  of 
providing  care  to  their  elderly  kin  entirely  on  their  own,  or  care  is  provided 
entirely  by  the  formal  care  system.     The  argument  is  made  that  long-term  care 
policies  should  be  developed  which  encourage  greater  sharing  of  responsibility 
by  family  and  government.     This  argument  is  not  only  made  by  those  who  are  in 
favor  of  spending  public  resources  to  aid  informal  careproviders ;  it  is  also 
made  by  those  who  feel  that  adult  children  should  be  required  to  pay  a  portion 
of  the  cost  of  nursing  home  care  for  elderly  parents  on  Medicaid. 

1 .5    Limitations  of  Study 

The  purpose  of  this  study  is  to  provide  information  which  will  contribute 
to  the  policy  debate  on  the  relative  roles  of  government  and  family  in  sharing 
caregiving  responsibilities  for  the  impaired  elderly.    While  there  has  been 
considerable  research  conducted  on  informal  caregiving,  this  research  has  still 
been  of  limited  use  to  policymakers  who  are  interested  in  encouraging  family 
care  and  reducing  reliance  on  institutional  care  in  a  fiscally  prudent  manner. 

Unlike  most  of  the  literature  on  family  caregiving,  this  study  focuses 
explicitly  on  Federal  and  State  long-term  care  policy,  particularly  Medicaid 
program  policies.     Data  were  collected  on  how  the  Federal  government  and  States 
have  actually  addressed  the  issue  of  shared  caregiving  responsibilities  between 
the  public  and  private  sectors.    An  analysis  of  incentives  for  family  care 
within  the  existing  provisions  of  the  Medicaid  program  is  undertaken.  Policy 
options  for  structuring  and  targeting  financial  incentives  in  order  to  increase 
their  efficiency  are  presented.     The  issue  of  family  responsibility  for 
institutionalized  persons  receiving  public  assistance  is  also  reviewed  within 
the  context  of  Medicaid  policy,  and  in  existing  State  practices. 

Despite  the  extensive  research  which  has  been  conducted  on  informal 
caregiving,  there  is  a  marked  lack  of  empirical  research  on  whether  financial 
incentives  for  family  care,  or  family  responsibility  policies,  have  any  real 
impact  on  the  nature,  durability,  quality,  or  strength  of  informal  caregiving 
arrangements.     It  was  not  within  the  scope  of  this  study  to  conduct  any 
empirical  work  of  this  kind,  and  it  may  be  considered  a  limitation  of  the 
report.     There  is  definitely  a  need  for  more  applied  work  in  determining  the 
relationships  between  public  long-term  care  policies  and  informal  caregiving. 


The  contention  that  Medicaid  long-term  care  policy  is  "anti-family"  is 
taken  up  directly  in  Chapter  2  of  this  report. 
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1 .6    Organization  of  Report 


Following  this  introduction,  Chapter  2  examines  how  existing  Medicaid 
eligibility  and  service  coverage  policies  may  influence  informal  caregiving 
efforts.     It  addresses  the  contention  that  Medicaid  program  provisions  are  not 
supportive  of  informal  caregiving,  and  in  fact  encourage  families  to  reduce  or 
abandon  their  caregiving  responsibilities.     Chapters  3  and  4  examine  two  policy 
options  which  would  increase  the  flow  of  public  resources  to  informal 
caregivers.     Chapter  3  discusses  the  option  of  allowing  family  members  to  be 
contracted  providers  of  Medicaid  services,  while  the  option  of  increasing 
Federal  tax  incentives  for  informal  caregivers  is  taken  up  in  Chapter  4. 
Chapters  5  and  6  then  look  at  the  opposite  side  of  the  policy  coin — increasing 
family  responsibility  for  institutionalized  recipients  on  Medicaid.     Chapter  5 
reviews  how  family  responsibility  has  been  treated  in  the  context  of  Medicaid 
eligibility  and  program  policies  since  its  enactment,  while  Chapter  6  presents 
a  case  study  of  Idaho's  Relative  Responsibility  program,  the  only  recent 
attempt  by  a  State  to  collect  financial  contributions  from  the  adult  children 
of  Medicaid  nursing  home  recipients.     Chapter  7  provides  a  brief  summary  and 
concluding  observations  about  these  three  major  policy  options. 
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Chapter  2 

MEDICAID  ELIGIBILITY  AND  FAMILY  CAREGIVING 


Since  the  purpose  of  this  study  is  to  examine  new  policy  options  for 
encouraging  informal  caregiving  in  Medicaid,  it  is  useful  to  first  examine  how 
existing  Medicaid  program  policies  and  family  caregiving  interrelate.  As 
mentioned  in  the  previous  chapter,  Medicaid  has  been  accused  of  being 
"anti-family."      The  merit  of  that  argument  is  imbedded  deep  within  Medicaid 
eligibility  and  service  coverage  provisions.     These  provisions  are  not  only 
complex  at  the  Federal  level;  their  complexities  are  multiplied  by  the 
eligibility  and  service  coverage  options  available  to  individual  States. 

Rather  than  discuss  every  minute  and  unusual  configuration  within  Medicaid 
eligibility  policy  which  may  impact  family  caregiving,  this  chapter  focuses  on 
a  few  major  provisions: 

•  the  relationship  between  Medicaid  eligibility  policy  and  financial 
support,  either  direct  cash  asssistance  or  in-kind  contributions,  provided 
by  family  members  to  their  elderly  kin; 

•  the  possible  impact  of  Medicaid  policies  governing  the  assessment  of 
available  resources,  particularly  equity  in  a  home,  on  family  caregiving; 

•  Medicaid  deeming  policies  and  their  possible  impact  on  the 
institutionalization  of  the  elderly;  and 

•  the  effect  of  Medicaid  service  coverage  policies  on  family  caregiving. 

In  each  section,  case  examples  are  used  to  illustrate  the  effects  which  these 
provisions  may  have  on  family  caregiving. 

2.1     Treatment  of  Financial  Support  Provided  by  Family  Members  Under 
SSI/Medicaid  Eligibility  Rules  " 

Medicaid  eligibility  for  elderly  persons  is  closely  tied  to  eligibility  for 
the  Supplemental  Security  Income  (SSI)  program  and  for  State  Supplementation 
Payment  (SSP)  programs.     With  a  few  exceptions  (in  Section  209 [b]  States),  all 
elderly  persons  who  receive  cash  assistance  under  SSI  are  also  eligible  for 
Medicaid.     In  general,  elderly  persons  who  receive  only  SSP  payments  in  States 
which  supplement  Federal  SSI  benefits  are  also  eligible.     Persons  who  do  not 
qualify  for  SSI  or  SSP  payments,  but  do  qualify  for  Medicaid  under  State 
medically  needy  provisions  must  still  meet  financial  criteria  after  deducting 
expenses  for  medical  care.     Consequently,  incentives  for  Informal  caregiving  in 
Medicaid  are  directly  tied  to  financial  criteria  established  for  SSI. 
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Under  SSI  rules,  income  received  from  family  members  is  treated  as  the 
recipient's  own  income.    Generally,  SSI  and  Medicaid  benefits  are  reduced 
dollar  for  dollar  for  any  income  received  from  family  members.  Consequently, 
there  is  no  incentive "for  family  members  to  support  elderly  kin  who  are 
receiving  SSI  and/or  Medicaid  (Exhibit  2-1). 


Exhibit  2-1 

Treatment  of  Financial  Support  Provided  by  Family  Members 
Under  SSl/Medicaid  Eligibility  Rules 

Mrs.  Feller,  a  widow,  receives  $250  dollars  per  month  in  Social  Security 
and  $50  per  month  from  her  adult  daughter,  who  lives  in  another  city.  Since 
her  income  falls  below  the  Federal  SSI  benefit  level  of  $314  per  month,  she  is 
eligible  f  or  a  monthly  SSI  benefit  of  $14,  and  is  also  eligible  for  Medicaid. 
If  her  daughter  sent  her  no  income,  she  would  be  no  worse  off.    Her  monthly  SSI 
benefits  would  rise  to  $64  per  month.    Mrs.  Feller  gains  nothing  by  having  a 
daughter  who  is  willing  to  help  support  her. 

Since  Medicaid  eligibility  is  tied  to  eligibility  for  SSI,  Mrs.  Feller 
could  actually  be  worse  off  if  her  daughter  sent  her  too  much  support.     If  she 
received  $100  per  month  from  her  daughter,  her  monthly  income  would  rise  to 
$350,  but  she  would  no  longer  receive  Medicaid,  since  she  would  lose  her 
eligibility  for  SSI.     Since  Mrs.  Feller's  medical  expenses  average  over  $50  per 
month,  she  is  actually  worse  off  if  her  daughter  sends  her  $100  per  month  than 
she  is  if  her  daughter  provides  no  support  at  all. 


2.1.1    The  One-Third  Reduction  Rule 

If  family  members  help  pay  for  food,  clothing,  or  shelter  for  their  elderly 
kin,  these  payments  are  also  treated  as  income,  subject  to  certain  limitations. 
If  an  SSI  recipient  lives  in  another  person's  household  and  receives  free  food 
and  shelter  from  that  person,  then  the  recipient  is  subject  to  the  one-third 
reduction  rule.    This  rule  states  that  the  Federal  SSI  benefit  is  reduced  by 
one-third  for  persons  who  live  in  another  person's  household.     For  example,  in 
January  of  1984,  the  basic  Federal  SSI  benefit  for  an  individual  living 
independently  was  $314  per  month.     If  the  qualifying  individual  lived  in 
another  person's  household,  however,  the  maximum  benefit  was  only  $209.34 
(Exhibit  2-2).     This  can  create  situations  in  which  elderly  persons  living 
alone  qualify  for  Medicaid  whereas  other  elderly  persons  with  the  same  income 
living  with  adult  children  or  other  family  members  do  not  (Exhibit  2-3).     It  is 
sometimes  claimed  that  the  one-third  reduction  rule  serves  as  a  disincentive  to 
families  to  share  households  with  their  elderly  kin,  since  it  not  only  reduces 
the  amount  of  income  assistance  under  SSI,  but  can  also  result  in  the  loss  of 
eligibility  for  Medicaid. 

However,  the  one-third  reduction  rule  probably  has  less  of  an  effect  on 
shared  living  arrangements  than  commonly  claimed.     First,  a  "notch"  problem 
does  not  exist  in  medically  needy  States  or  States  employing  the  Section  209(b) 
option  since,  in  these  States,  qualifying  individuals  can  "spend  down"  to 
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Exhibit  2-2 


SSI  One-Third  Reduction  Rule 


Maximum  monthly  Federal  SSI  benefit  for  individual  living 
independently  in  January  of  1984 


$314.00 


Maximum  monthly  Federal  SSI  benefit  for  individual  living 
in  another  person's  household 


$209.34 


Difference 


$104.66 


Medicaid  eligibility  regardless  of  their  gross  incomes.     Continuing  the  example 
in  Exhibit  2-3,  if  Mrs.  Jones  lived  in  a  State  with  a  medically  needy  program, 
she  could  still  be  eligible  for  Medicaid  by  spending  down  to  the  medically 
needy  level.     In  States  without  spend-down  provisions,  the  one-third  reduction 
rule  can  reduce  SSI  benefits  and  render  individuals  ineligible  for  Medicaid. 
In  medically  needy  States,  the  maximum  impact  of  the  one-third  reduction  rule 
is  to  reduce  total  SSI  and  Medicaid  benefits  by  one-third  the  Federal  SSI 
benefit  level  (e.g.  $104  per  month  in  1984). 

Second,  the  one-third  reduction  rule  is  not  applied  in  the  following 
instances  (20  CFR  416.1132): 

•    The  qualifying  individual  has  an  ownership  interest  or  a  life  estate 
interest  in  the  home; 


Example  of  How  One-Third  Reduction  Rule  May  Affect  Family  Caregiving 

Ms.  Jones  is  an  87-year-old  widow  who  lives  with  her  adult  daughter  in 
Georgia,  a  State  which  provides  no  State  Supplementation  payments  and  which  has 
no  medically  needy  program.     She  has  Social  Security  income  of  $250  per  month. 
Under  the  one-third  reduction  rule,  Mrs.  Jones  has  income  in  excess  of  the 
maximum  Federal  benefit  for  an  individual  living  in  another  person's  household, 
and  therefore  is  eligible  neither  for  SSI  nor  for  Medicaid.     If  Mrs.  Jones 
moved  out  of  her  daughter's  house,  however,  she  would  receive  an  additional  $64 
per  month  from  SSI  and  also  be  eligible  for  Medicaid.     However,  her  household 
expenses  would  also  increase,  since  she  would  now  have  to  pay  her  own  rent. 


Exhibit  2-3 
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•  The  individual  is  liable  to  the  landlord  for  any  part  of  the  rent; 

•  The  individual  pays  his  or  her  pro  rata  share  of  household  and  operating 
expenses;  or 

•  All  members  of  the  household  receive  public  income-maintenance  payments. 

Second,  the  proportion  of  SSI  recipients  classified  as  living  in  another 
person's  household  is  significantly  lower  than  among  the  general  elderly 
population,  as  shown  in  Exhibit  2-4.     Census  data  indicate  that  about  15%  of 
all  elderly  persons  share  a  household  with  someone  other  than  their  spouse. 
Only  4.4%  of  Aged  SSI  recipients  are  classified  as  living  in  another  person's 
household,  and  therefore  receive  reduced  benefits.     However,  there  are  a  number 
of  possible  explanations  for  this  discrepancy: 

•  SSI  recipients  who  live  in  another  person's  household  but  who  do  not 
receive  reduced  benefits  because  they  meet  one  or  more  of  the  exemptions 
listed  above  would  be  excluded  from  the  SSI  figures; 

©    Persons  who  do  not  qualify  for  SSI  because  they  live  in  another  person's 
household  (and  must  meet  a  lower  income  standard  to  receive  benefits)  are 
similarly  excluded;  and 

®    The  Census  figure  includes  all  elderly  persons  who  do  not  either:  a)  live 
alone;  b)  live  with  a  spouse,  or  c)  live  in  group  quarters.     Thus,  the 
Census  figure  includes  elderly  persons  who  are  still  the  household  head, 
but  who  may  live  with  children,  siblings,  or  other  persons. 


Exhibit  2-4 

Proportion  of  Aged  SSI  Recipients  and  All  Elderly 
Living  in  Household  of  Another 


Aged  SSI  All 

Recipients*  Elderly 

Living  in  Household  of  Another  4.4%  14.9% 

Other  Living  Arrangement  95 .6  85 . 1 

Total  100.0  100.0 


Source:  HHS,  SSA.  Social  Security  Bulletin  48(3) :94,  October  1985.  Data 
are  as  of  September  1984. 

Source:     Bureau  of  the  Census,  Current  Population  Reports,  Series  P-23,  No. 
138,  Demographic  and  Socioeconomic  Aspects  of  Aging  in  the  United  States, 
1984.     Data  are  as  of  1981. 
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It  has  been  suggested  that  the  one-third  reduction  rule  primarily  affects 
the  poorest  of  the  elderly,  since  they  are  more  likely  to  live  with  relatives 
who  provide  them  with  free  room  and  board,  and  that  the  rule  should  be 
abolished  (Schorr,  1980).     Empirical  data  on  whether  the  one-third  reduction 
rule  has  any  real  effect  on  the  decision  of  elderly  persons  to  live  alone  or 
with  family  members,  however,  are  totally  lacking.     This  is  certainly  an  area 
where  research  could  be  conducted  to  examine  the  association  between  financial 
incentives  and  informal  caregiving  arrangements. 

If  elderly  SSI  recipients  do  not  live  with  family  members,  but  their  family 
members  help  pay  for  their  food,  clothing,  and  shelter,  they  are  subject  to  the 
presumed  value  rule.     Under  this  rule,  the  total  value  of  the  food,  shelter  and 
clothing  purchased  by  family  members  Is  presumed  to  be  equal  to  the  reduction 
in  SSI  benefits  made  under  the  one-third  reduction  rule,  unless  the  applicant 
can  document  that  the  value  of  in-kind  income  received  from  family  members  is 
less  than  the  presumed  value.     There  are  both  positive  and  negative  incentives 
for  family  caregiving  built  into  the  presumed  value  rule.     On  the  negative 
side,  a  recipient's  SSI  benefits  are  reduced  (or  Medicaid  benefits  if  the 
recipient  is  eligible  under  medically  needy  provisions)  if  families  help  pay 
for  their  food,  clothing  and/or  shelter.    On  the  positive  side,  as  shown  in  the 
example  below,  the  reduction  is  subject  to  a  cap,  above  which  no  further 
reductions  are  made  (Exhibit  2-5). 


Exhibit  2-5 

Treatment  of  Family  Contributions  Under  the  Presumed  Value  Rule 


Mrs.  Simpson  is  75  years  old  and  lives  in  her  own  apartment.     She  has 
Social  Security  income  of  only  $175  per  month,  but  her  son  pays  the  rent  on  her 
apartment,  which  is  $300  per  month,  and  often  buys  her  groceries.     Even  though 
she  receives  more  than  $300  in  in-kind  income  from  her  son  each  month,  the 
presumed  value  rule  limits  the  value  of  that  in-kind  income  to  one-third  the 
Federal  SSI  benefit  level  ($104  per  month  in  1984).     Thus,  she  is  still 
entitled  to  receive  SSI  payments  of  $35  per  month  ($314  -  $104  -  $175  -  $35), 
and  is  eligible  for  Medicaid.     If  the  full  value  of  the  in-kind  income  she 
received  from  her  son  were  counted,  she  would  not  have  been  eligible  for  SSI  or 
Medicaid. 


Although  in-kind  income  for  shelter,  food  and  clothing  received  from  family 
members  is  subject  to  the  one-third  reduction  rule  and  presumed  value  rule, 
in-kind  income  received  from  other  government  programs  is  not.     For  example,  if 
Mrs.  Simpson  was  receiving  Section  8  housing  assistance  for  her  apartment,  and 
Food  Stamps  to  help  with  her  groceries,  she  would  not  be  subject  to  any 
reductions  in  benefits.     Some  perceive  it  as  inequitable  that  elderly  who 
receive  financial  support  from  family  members  receive  reduced  SSI/Medicaid 
benefits,  while  there  is  no  reduction  in  benefits  for  those  who  receive  the 
same  amount  of  assistance  from  publicly-funded  programs. 
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Payments  made  by  family  members  for  other  expenses,  such  as  medical 
expenses,  are  also  not  counted.     For  example,  if  a  son  pays  for  his  mother  to 
go  to  a  chiropractor  once  a  week,  the  value  of  the  purchased  services  is  not 
counted  in  determining  eligibility  for  SSI  or  Medicaid,  even  if  the  services 
purchased  are  not  covered  in  the  State  Medicaid  plan.     Further,  if  families  pay 
for  things  other  than  food,  shelter  or  clothing,  these  contributions  are 
generally  not  counted  as  income.     If  a  daughter  pays  someone  to  do  yard  work, 
or  to  clean  the  house,  or  to  do  house  repairs  for  her  elderly  mother,  these 
payments  are  not  treated  as  her  mother's  income.     Thus,  family  in-kind 
contributions  for  food,  clothing,  and  shelter  will  lead  to  SSl/Medicaid  benefit 
reductions;  other  types  of  in-kind  Income  may  be  contributed  without  reductions 
in  benefits. 


2.1.2    Impacts  of  State  Supplementation  Payment  Programs 

If  the  relationship  between  Medicaid  eligibility  provisions  and  family 
caregiving  was  limited  to  incentives  built  into  Federal  SSI  eligibility  rules, 
then  this  discussion  could  be  kept  relatively  straightforward.    However,  the 
relationship  is  complicated  by  the  ways  in  which  States  choose  to  supplement 
Federal  SSI  benefits  under  their  State  Supplementation  Payment  (SSP)  programs. 
States  have  a  large  number  of  options  for  supplementing  Federal  SSI  benefits, 
and  persons  who  receive  SSP  payments,  even  if  they  are  not  also  eligible  for 
SSI,  are  usually  eligible  for  Medicaid.     In  1984,  41  States  participated  in  the 
SSP  program. 

Many  States  vary  their  State  Supplementation  payments  according  to  an 
individual's  living  arrangement.     For  example,  some  States  (e.g.  Alaska, 
Oklahoma)  reduce  the  impact  of  the  one-third  reduction  rule  by  providing  a 
greater  supplement  to  beneficiaries  who  live  in  another  person's  household  than 
to  persons  who  live  independently.    Other  States  (New  York,  Massachusetts) 
exacerbate  the  effect  by  providing  greater  supplements  to  persons  who  live 
independently  than  to  persons  who  live  in  the  household  of  another. 

Many  States  use  their  SSP  programs  as  a  financing  mechanism  for 
board-and-care  homes,  and  provide  the  highest  supplements  to  individuals 
residing  in  board-and-care  facilities,  since  these  facilities  often  provide 
personal  care  services  in  addition  to  basic  room  and  board.     These  personal 
care  services  are  generally  the  same  types  of  services  which  families  may 
provide,  but  which  are  not  eligible  for  any  special  supplement  from  the  State. 
As  shown  in  Exhibit  2-6,  Wisconsin  recognizes  nine  different  categories  of 
living  arrangements  in  its  State  Supplementation  program,  although  there  are  at 
present  only  three  benefit  levels. 

The  State  cash  assistance  programs  for  the  aged  and  disabled  which  preceded 
the  SSI  program  recognized  the  concept  of  the  "essential  person."    An  essential 
person  was  a  household  member  who  provided  essential  care  and  services  to  the 
recipient.     This  could  be  a  relative  or  non-relative  caregiver.  Additional 
payments  were  made  to  recipients  who  required  the  assistance  of  an  essential 
person,  who  could  be  a  family  member.    Although  the  SSI  legislation  required 
all  cases  which  included  an  essential  person  to  be  grandfathered  into  the  SSI 
program,  the  concept  of  the  essential  person  was  dropped  for  all  new  cases 
under  SSI.    Although  States  may  Incorporate  the  concept  of  an  essential  person 
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Exhibit  2-6 

Payment  Categories  in  Wisconsin's  State  Supplementation  Program 


SSP  Payment  Level 
Payment  Category  for  Individual 

1.  Independent  Living  $  99.70 

2.  In  Household  of  Another  99.70 

3.  With  an  Ineligible  Spouse  (No  Essential  Person)  149.40 

4.  In  Household  of  Another  with  an 

Ineligible  Spouse  (No  Essential  Person)  149.40 

5.  In  Private  Non-Medical  Group  Home  197.20 

6.  Independent  Living  with  an  Essential  Person 
(Non-Spouse,  Converted  Case  Only)  99.70 

7.  Living  in  Household  of  Another  with  an  Essential 

Person  (Non-Spouse,  Converted  Case  Only)  99.70 

8.  Independent  Living  with  an  Ineligible  Spouse/ 

Essential  Person  (Converted  Case  Only)  149.70 

9.  Living  in  Household  of  Another  with  an  Ineligible 
Spouse/Essential  Person  (Converted  Case  Only)  149.70 


Source:     HHS,  SSA,  Office  of  Supplemental  Security  Income.  Supplemental 
Security  Income  for  the  Aged,  Blind  and  Disabled:     Summary  of  State  Payment 
Levels,  State  Supplementation,  and  Medicaid  Decisions,  January  1,  1984. 


in  their  SSP  programs,  few  States  do,  except  for  those  cases  which  were  carried 
over  from  the  pre-SSI  period.     Usually,  no  additional  benefits  are  provided  to 
persons  with  personal  care  needs  unless  they  live  in  a  specialized  care 
setting,  such  as  a  domiciliary  care  home,  board-and-care  home,  or  adult  foster 
home.    Thus,  in  most  cases,  elderly  individuals  with  long-term  care  needs  who 
li  ve  with  and  receive  care  from  family  members  receive  reduced  benefits  from 
SSI  and  SSP  {and  may  also  not  be  eligible  for  Medicaid),  compared  to  similarly 
impaired  elderly  individuals  who  neither  live  with  nor  receive  care  from  their 
families,  but  are  receiving  personal  care  in  a  specialized  setting. 


2.2    Medicaid  Resource  Provisions 

Over  the  last  five  years,  a  number  of  program  changes  have  been  enacted 
which  increase  the  ability  and  authority  of  State  Medicaid  agencies  to  access 
the  assets  as  well  as  the  income  of  Medicaid  beneficiaries  to  offset  program 


31 


costs.     In  particular,  State  Medicaid  agencies  now  have  much  greater  authority 
to  use  the  equity  in  an  elderly  beneficiary's  house  to  offset  Medicaid  payments 
for  nursing  home  care.     These  provisions,  if  pursued  aggressively  by  States, 
may  substantially  reduce  the  ability  of  nursing  home  recipients  on  Medicaid  to 
pass  on  assets,  particularly  their  homes,  to  their  children  upon  death.     To  the 
degree  that  expectations  of  future  inheritance  influence  the  caregiving 
behaviors  of  adult  children,  these  Medicaid  program  policies  may  have 
significant  impacts  on  informally  provided  care. 

Caregiving  by  adult  children  is,  to  some  degree,  partly  motivated  by 
expectations  of  inheritance*.     As  discussed  by  Schorr: 

...[T]he  exchange  of  goods  and  services  between  parents  and  children 
Is  reciprocal  over  time,  involving  assets  and  inheritance.  Marvin 
Sussman  calls  this  "serial  reciprocity"  and  observes  that  money  is 
committed  in  exchange  for  love  and  care.     Filial  affection  and 
sentiment  are  mixed  with  material  and  business  considerations  in  a 
manner  indistinguishable  to  participants.     Children  are  promised 
future  benefits  (inheritance)  in  exchange  for  present  services  or 
closeness  In  a  manner  all  family  members  find  valid.    Generally,  very 
little  money  is  left  to  charities,  friends,  or  distant  relatives.  In 
some  measure,  parents  accumulate  possessions  in  order  to  leave  them. 
If  the  word  has  not  been  overtaxed,  this  practice  is  "serial 
self-improvement"  and  entirely  American  (Schorr,  1980). 

Under  SSI  rules,  a  recipient  is  allowed  to  retain  the  following  resources 
and  still  be  eligible  for  benefits: 

®  A  home  of  any  value,  used  as  the  individual's  principal  place  of 
residence; 

9  An  automobile  with  a  market  value  of  $4,500  or  less; 

®  Liquid  resources  of  $1,500  for  an  individual,  or  $2,250  for  a  couple; 

®  Personal  effects  with  a  value  of  $2,000  or  less; 

9  Life  insurance;  and 

®  Burial  space. 


States  which  use  more  restrictive  criteria  than  SSI  in  determining 
eligibility  for  Medicaid  (Section  209 lb]  States)  may  use  different  resource 
limits  as  long  as  these  criteria  were  in  effect  prior  to  enactment  of  the  SSI 
program  in  January  of  1972.    Most  importantly,  Section  209(b)  States  may  place 
limitations  on  the  equity  value  in  a  home  in  determining  eligibility  for 
Medicaid,  as  long  as  these  limitations  were  in  effect  prior  to  SSI.     It  is 
obvious  that  a  major  reason  why  15  States  have  elected  the  Section  209(b) 
option  is  so  that  they  can  retain  these  limitations  on  home  equity  in 
determining  the  eligibility  of  aged,  blind  and  disabled  persons  for  Medicaid. 
In  1977,  nine  of  the  15  Section  209(b)  States  placed  limits  on  home  equity  for 
Medicaid  eligibility  purposes;  some  had  limits  as  low  as  $5,000  (Rymer  et  al, 
1977). 
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Until  1980,  applicants  for  SSI  could  transfer  assets  to  family  members  in 
order  to  meet  SSI  financial  criteria.     For  example,  if  an  elderly  individual 
had  minimal  income,  but  substantial  cash  savings,  the  individual  could  transfer 
those  assets  to  his/her  adult  children  and  become  eligible  for  SSI  and 
Medicaid.     This  provision  has  been  cited  as  an  example  of  how  SSI  eligibility 
policies  may  not  be  appropriate  for  Medicaid  (Rymer,  1977).     SSI  did  not 
restrict  asset  transfers  because  it  was  reasonably  believed  that  few  elderly 
persons  would  give  up  all  their  resources  just  to  receive  a  small  SSI  payment 
each  month.     However,  there  are  substantial  incentives  for  transferring 
resources  in  order  to  become  eligible  for  Medicaid  benefits,  particularly 
nursing  home  benefits.     Elderly  persons  anticipating  entering  a  nursing  home 
have  a  strong  incentive  to  transfer  assets  to  their  children  in  order  to 
protect  those  assets  from  being  used  to  pay  for  nursing  home  care.  The 
transfer  of  assets  from  elderly  persons  anticipating  nursing  home  placement  has 
been  frequently  cited  as  one  of  the  ways  in  which  families  could  "game  the 
system"  under  Medicaid.     It  was  also  felt  that  some  adult  children  encouraged 
their  parents  to  transfer  their  assets  and  enter  nursing  homes  in  order  to  both 
protect  their  inheritance  and  to  receive  it  prematurely. 

Consequently,  the  Social  Security  Amendments  of  1980  (P.L.  96-611)  amended 
the  Social  Security  Act  to  prohibit  the  transfer  of  nonexcludable  resources  for 
less  than  fair  market  value  for  the  purpose  of  establishing  SSI  or  Medicaid 
eligibility.     Specifically,  the  difference  between  the  fair  market  value  at  the 
time  of  transfer  and  the  amount  received  for  the  resource  is  counted  toward  the 
resource  limit  of  $1,500  for  an  individual  and  $2,250  for  a  couple  for  a  period 
of  24  months  from  the  date  of  the  transfer.     Further,  the  amendment  presumed 
that  all  resource  transfers  of  this  type  are  made  for  the  purpose  of 
establishing  SSI  or  Medicaid  eligibility  unless  the  applicant  can  provide 
convincing  evidence  that  the  resources  were  transferred  for  some  other  reason 
(Federal  Register,  October  1981).     Thus,  after  March  1981  (the  effective  date 
of  the  amendment),  elderly  individuals  could  no  longer  give  all  their  savings 
(or  other  liquid  assets)  to  their  children,  enter  a  nursing  home,  and 
immediately  have  all  their  nursing  home  costs  paid  for  by  Medicaid. 

It  is  necessary  to  point  out  that  while  these  restrictions  are  now  in 
effect,  that  they  largely  depend  upon  aggressive  enforcement  by  States.     It  is 
extremely  difficult  to  in  fact  determine  whether  applicants  for  Medicaid  have 
transfered  assets  in  the  two  years  prior  to  initial  application.     Although  the 
Social  Security  Administration  is  responsible  for  enforcing  these  provisions 
for  SSI  applicants,  many,  if  not  most,  Medicaid  nursing  home  recipients  were 
never  recipients  of  SSI  cash  benefits.     For  these  persons,  the  enforcement  of 
transfer  of  asset  restrictions  is  up  to  State  Medicaid  eligibility  workers. 

The  1980  amendments  still  only  applied  to  non-excludable  resources. 
Elderly  persons  could  still  transfer  exempt  resources,  particularly  their 
house,  for  less  than  fair  market  value  and  still  be  eligible  for  Medicaid. 
Even  if  the  children  sold  the  house  immediately  after  transfer,  (thus 
converting  an  exempt  resource  into  a  non-exempt  resource),  the  State  could  not 
deny  Medicaid  eligibility  to  the  applicant.     The  amendment  also  left  open  the 
loophole  of  allowing  applicants  to  convert  non-exempt  resources  (e.g.  stocks, 
certificates  of  deposit,  cash)  into  exempt  resources  (a  home,  a  car,  furniture, 
jewelry,  etc.),  transferring  the  resources  to  children,  and  then  letting  the 
children  keep  the  resources  in  whatever  form  they  wished. 


33 


Medicaid  policymakers  have  become  increasingly  interested  in  using  the 
elderly' s  home  equity  as  a  financing  source  for  long-term  care.     From  the 
perspective  of  State  Medicaid  agencies,  it  is  often  considered  inequitable  that 
elderly  beneficiaries .may  transfer  unlimited  assets  in  their  homes  to  their 
adult  children,,  and  then  have  the  costs  of  nursing  home  care  paid  by  the 
taxpayer.    As  public  costs  for  nursing  home  care  have  risen,  there  has  been 
growing  interest  among  State  Medicaid  agencies  to  access  the  equity  which 
nursing  home  recipients  on  Medicaid  hold  in  their  homes  to  offset  payments  for 
nursing  home  care. 

Although  reliable  estimates  of  the  amount  of  equity  which  Medicaid  nursing 
home  recipients  have  in  their  homes  are  not  available,  Census  data  suggest  that 
it  is  probably  considerable.    While  total  Federal/State  expenditures  for 
nursing  home  care  for  aged  Medicaid  recipients  were  about  $9.7  billion  in 
1984,-*  aggregate  home  equity  owned  by  the  elderly  in  the  same  year  is 
estimated  at  more  than  $600  billion  (Jacobs  and  Weissert,  1984).     Further,  this 
equity  was  not  owned  solely  by  elderly  persons  of  high  incomes.     It  is 
estimated  that  58%  of  the  elderly  with  incomes  below  poverty  level  and  73%  of 
the  near-poor  elderly  had  more  than  $25,000  in  home  equity  in  1983  (Jacobs  and 
Weissert,  1984) •     Consequently,  if  State  Medicaid  agencies  were  able  to  utilize 
home  equity  as  a  resource  to  offset  expenditures  for  nursing  home,  the  data 
suggest  that  substantial  reductions  in  Medicaid  payments  for  institutional  care 
could  be  realized. 

Until  recently,  the  authority  of  States  to  access  home  equity  was  severely 
restricted.     As  discussed  above,  in  States  which  follow  SSI  rules  in 
determining  eligibility  of  aged,  blind  and  disabled  persons  for  Medicaid,  a 
personal  residence  is  an  exempt  resource.    According  to  HCFA,  States  may  employ 
a  strict  interpretation  of  SSI  rules,  and  claim  that  a  home  is  no  longer  a 
"personal  residence"  if  a  recipient  is  likely  to  remain  in  a  nursing  home  for 
the  remainder  of  their  life,  but  it  is  not  known  how  many  States,  if  any, 
pursue  this  strategy.     The  only  other  circumstance  in  which  States  could  access 
home  equity  was  through  estate  recovery  programs.     If  a  Medicaid  recipient  over 
the  age  of  65  died  and  left  property  in  his  estate,  the  State  could  recover 
funds  for  correctly  paid  Medicaid  claims  paid  for  that  recipient,  but  only: 

•  after  the  death  of  the  individual's  surviving  spouse; 

e    when  the  individual  had  no  surviving  children  under  age  21  or  blind  or 
disabled  children  (42  CFR  433.36). 

The  major  loophole  in  this  provision  was  that  if  a  recipient  transferred 
property  (such  as  a  house)  out  of  his  estate  prior  to  death,  then  the  State  had 
no  property  to  recover  from  the  estate.     Consequently,  the  Tax  Equity  and 
Fiscal  Responsibility  Act  of  1982  (TEFRA)  made  two  important  changes  to 
Medicaid  program  policy  which  enhanced  States'  ability  to  access  home  equity: 

•  At  their  option,  States  may  impose  liens  on  real  property,  including  the 
home,  of  institutionalized  Medicaid  beneficiaries  whom  the  State 
determines,  after  notice  and  opportunity  for  hearing,  are  reasonably 
likely  to  remain  in  a  nursing  home  for  the  remainder  of  their  lives, 
except  that: 


Source:  HCFA  2082  data.  Excludes  expenditures  for  ICF-MR  care  and  ICF  and 
SNF  expenditures  for  the  non-elderly  disabled. 
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(a)  a  State  may  not  impose  a  lien  on  a  home  of  an  institutionalized 
Medicaid  recipient  if  there  is  a  spouse,  sibling,  or  disabled  or  dependent 
child  in  the  home;  and 

(b)  the  lien  cannot  be  closed  until  the  home  is  sold  or  the  recipient 
dies,  or  while  certain  nondependent  children  remain  in  the  home. 

States,  at  their  option,  may  also  deny  Medicaid  eligibility  for  24  months 
or  longer  to  persons  who  dispose  of  their  homes  for  less  than  fair  market 
value  within  24  months  prior  to  admission  to  an  institution,  even  though 
such  disposal  would  not  make  them  ineligible  for  SSI.    The  period  of 
eligibility  delay  must  be  related  to  the  uncompensated  value  of  the  home, 
based  on  the  beneficiary's  equity,  and  the  cost  of  Medicaid  benefits. 

In  combination,  these  two  modifications  give  States  the  authority  to  access 
the  home  equity  of  all  elderly  nursing  home  recipients  on  Medicaid  to  offset 
payments  made  for  institutional  care.     If  these  two  provisions  are  aggressively 
applied  by  States,  no  elderly  homeowner  who  entered  a  nursing  home  as  a 
Medicaid  recipient,  or  who  converted  to  Medicaid  after  nursing  home  entry, 
could  protect  the  equity  in  their  home  from  the  State,  unless  a  property 
transfer  had  been  made  24  months  or  more  prior  to  application. 

In  devising  these  two  modifications,  however,  policymakers  were  clearly 
aware  of  the  trade-offs  between  allowing  States  to  gain  access  to  home  equity 
and  the  need  to  support  family  caregiving.    The  TEFRA  legislation  includes 
exemptions  for  cases  where  elderly  persons  were  receiving  care  from  family 
members  in  return  for  anticipated  future  compensation.     Specifically,  if  an 
adult  son  or  daughter  has  lived  continuously  in  the  beneficiary's  home  for  at 
least  two  years  prior  to  nursing  home  admission,  and  provided  care  which 
permitted  the  beneficiary  to  delay  institutionalization,  then  the  State  may  not 
foreclose  on  a  lien  as  long  as  that  adult  son  or  daughter  resides  in  the  home. 
The  same  exemption  applies  to  siblings  who  have  lived  in  the  beneficiary's  home 
for  at  least  one  year  prior  to  nursing  home  entry.     The  intent  of  these 
exemptions  are  made  clear  by  the  accompanying  House  Committee  Report: 

....it  would  be  inappropriate  to  penalize  an  individual  for  trans- 
ferring a  home  to  another  in  consideration  for  care  and  support 
provided  during  part  or  all  of  the  individual's  life.    The  committee 
believes  that  Federal  policy  should  encourage  arrangements  under  which 
relatives  and  friends  take  care  of  an  individual  at  home  with  the 
formal  or  informal  understanding  that,  when  institutionalization  can 
no  longer  be  avoided,  the  caregiver  would  receive  title  to  the  home  in 
compensation  for  services  rendered     [emphasis  added]  (Commerce 
Clearing  House,  1983). 

Prior  to"  TEFRA,  the  courts  had  also  acknowledged  family  agreements 
regarding  compensation  for  provided  care.     In  1975,  in  Morgan  vs.  White ,  it  was 
ruled  that  the  State  of  Connecticut  could  not  deny  Medicaid  to  a  beneficiary 
who  gradually  transferred  equity  in  his  house  to  his  daughter  in  return  for 
care.    The  transfer  was  made  for  fair  value  under  a  family  agreement  whereby 
she  gave  him  full-time  nursing  services  in  return  for  $60  worth  of  equity  per 
week.     Consequently,  the  value  of  this  equity  could  not  be  counted  in 
determining  Medicaid  eligibility  (Commerce  Clearing  House,  1983).^ 


As  a  Section  209(b)  State,  Connecticut  is  one  of  the  few  States  which 
limits  the  equity  value  of  a  home  in  determining  eligibility  for  Medicaid. 
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Although  TEFRA  gave  States  the  option  of  accessing  home  equity,  few  States 
have  actually  adopted  and/or  implemented  these  options  as  of  this  date.     It  is 
clear  that  many  States  perceive  the  imposition  of  liens  upon  the  homes  of 
elderly  Medicaid  recipients  as  a  politically  sensitive  area,  and  are 
approaching  this  issue  with  considerable  caution. 

Oregon  is  an  example  of  one  State  which  has  aggressively  pursued  a  strategy 
of  ensuring  that  nursing  home  recipients  do  not  transfer  their  homes  prior  to 
death,  and  recovering  claims  from  their  estates  upon  their  death.    When  a 
property  transfer  for  less  than  fair  market  value  comes  to  the  attention  of 
Oregon's  Estate  Administration  unit,  the  recipient  and  his/her  family  is 
provided  four  options: 

»    The  property  is  returned  to  the  recipient  so  that  the  recipient  may  sell 
it  for  full  compensation.     This  may  lead  to  loss  of  Medicaid  eligibility. 

•    The  recipient  can  be  paid  adequate  compensation  for  the  property,  which 
may  also  lead  to  loss  of  eligibility.*     If  income  is  involved  from  a 
contract  or  mortgage,  the  State  can  accept  that  income  into  a  trust  or 
agency  account  and  thereby  handle  the  recipient's  resources. 

9    The  relative  to  whom  the  property  has  been  transferred  may  take 

responsibility  for  the  client.     The  client  is  removed  from  the  Medicaid 
roles  and  the  adult  child  or  other  relative  takes  responsibility  for  the 
client  directly. 

9    The  State  negotiates  an  "open-ended  mortgage"  with  the  adult  children  or 
other  relative.    The  holder  of  the  property  agrees  to  pay  back  to  the 
State  the  total  amount  of  assistance  paid  or  the  value  of  the  property 
held,  whichever  is  less,  upon  the  death  of  the  Medicaid  recipient.  An 
assessment  is  made  of  the  value  of  the  property  at  the  point  of  transfer. 
Within  90  days  of  the  recipient's  death,  the  State  determines  the  value  of 
the  Medicaid  payments  made  for  the  recipient.    The  relative  may  amortize 
this  amount  {or  the  value  of  the  transferred  property)  over  a  period  not 
to  exceed  20  years. 

The  open-ended  mortgage  has  worked  well  because  it  is  the  least  disruptive 
to  all  parties  involved.    Medicaid  eligibility  for  the  recipient  is  not 
disrupted.    The  relatives  get  to  keep  the  house,  and  do  not  have  to  pay  back 
the  State  in  a  lump  sum®     Further,  the  relatives  get  two  discounts:  (1)  they 
get  a  beiow-market  interest  rate  on  the  mortgage;  and  (2)  the  nursing  home 
costs  for  which  they  are  financially  liable  are  at  public,  rather  than  private 
pay,  rates. 

In  1985,  Oregon  collected  about  $3.6  million  from  its  estate  recovery 
program,  or  about  5%  of  its  annual  Medicaid  payments  for  SNF  and  ICF  care. 
However,  Oregon's  recoveries  are  increasing  each  year  as  its  mortgage  portfolio 
grows . 

In  summary,  recent  Medicaid  policy  changes  have  increased  the  authority  of 
States  to  recover  payments  made  for  nursing  home  care  from  the  equity  value  in 
an  elderly  recipient's  home.     These  policies,  if  implemented  by  States,  will 
have  the  effect  of  decreasing  the  value  of  inheritances  which  Medicaid 
beneficiaries  can  pass  on  to  their  children  upon  their  death.    The  impact  of 
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this  policy  shift  on  family  caregiving  is  difficult  to  predict.     On  the  one 
hand,  if  adult  children  realize  that  their  future  inheritances  can  no  longer  be 
protected,  they  may  increase  their  informal  caregiving  efforts  in  order  to 
prevent  nursing  home  entry  and  the  need  for  medical  assistance  under  Medicaid. 
On  the  other  hand,  if  these  policies  prevent  elderly  Medicaid  recipients  from 
passing  on  any  of  their  accumulated  wealth  to  their  children  after  their  death, 
the  subtle  negative  impacts  on  family  caregiving  could  be  significant.  The 
possible  impacts  of  these  changes  in  Medicaid  resource  provisions  on  family 
caregiving  behavior  deserve  greater  scrutiny. 


2.3    SSI/Medicaid  Deeming  Policies  and  Family  Caregiving 

It  has  also  been  hypothesized  that  SSI  and  Medicaid  deeming  policies 
discourage  family  caregiving.    Deeming  is  a  provision  under  which  some  of  the 
income  and  assets  of  a  responsible  relative  (either  a  legally  responsible 
parent  or  a  spouse)  are  considered  "available"  to  the  applicant  in  determining 
financial  eligibility  for  SSI/Medicaid. 

Under  SSI,  the  income  of  spouses  and  parents  of  children  under  21  is  deemed 
available  to  the  applicant  as  long  as  the  applicant  and  the  responsible 
spouse/parent  reside  in  the  same  household.    However,  if  the  SSI  applicant  and 
the  responsible  relative  do  not  live  in  the  same  household  SSI  no  longer  deems 
the  income  of  the  responsible  relative,  beginning  with  the  first  month  after 
the  initial  month  of  separation.     It  is  frequently  claimed  that  the  suspension 
of  deeming  provisions  upon  the  separation  of  the  recipient  from  the 
spouse/parent  creates  incentives  for  institutionalization.     These  provisions 
can  create  situations  in  which  an  applicant  is  ineligible  for  Medicaid  while 
living  at  home,  but  is  eligible  if  institutionalized,  as  illustrated  in 
Exhibit  2-7. 


Exhibit  2-7 

SSI/Medicaid  Deeming  Policies  as  Disincentives  to  Family  Care 

Mr.  Harrison's  wife,  Margaret,  suffers  from  severe  arthritis,  and  is 
incapable  of  caring  for  herself  or  her  home.    Mr.  Harrison  is  retired  on  a 
monthly  pension  and  Social  Security  income  of  $875  per  month.     Although  Mr. 
Harrison  is  relatively  healthy,  and  is  able  to  keep  up  with  the  household 
chores,  including  the  cooking,  cleaning,  and  laundry,  he  needs  someone  to 
provide  for  Mrs.  Harrison's  personal  care — dressing,  bathing,  grooming, 
toileting,  and  walking.     Although  these  services  are  provided  by  the  State 
Medicaid  program,  Mrs.  Harrison  does  not  qualify  for  Medicaid  due  to  the 
deeming  of  her  husband's  income.     Consequently,  Mr.  and  Mrs.  Harrison  make  the 
difficult  decision  that  she  must  enter  a  nursing  home.     Upon  entering  the 
nursing  home,  Mr.  Harrison's  income  is  no  longer  deemed  available  to  his  wife, 
and  she  becomes  eligible  for  Medicaid  on  the  first  day  of  the  month  after  she 
is  admitted. 
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Medicaid  policymakers  have  long  recognized  the  incentives  for 
institutionalization  inherent  within  SSI  deeming  policies.  Consequently, 
there  are  a  number  of  options  available  to  States  that  wish  to  deviate  from  SSI 
deeming  policies  in  determining  eligibility  for  Medicaid.     States  may  apply 
more  restrictive  deeming  criteria  for  responsible  relatives  of 
institutionalized  recipients,  or,  in  certain  circumstances,  they  may  waive 
deeming  requirements  for  non-institutionalized  recipients  in  need  of  long-term 
care. 

First,  there  are  two  options  available  to  States  who  want  to  continue  to 
make  family  members  responsible  for  at  least  part  of  the  cost  of  care  even 
after  the  institutionalization  of  the  recipientc    These  options  are: 

©    Under  the  Section  209(b)  option,  States  may  elect  to  apply  more 

restrictive  deeming  criteria  for  institutionalized  recipients  as  long  as 
such  criteria  were  part  of  the  State's  Medicaid  plan  as  of  January  1, 
1972. 

•    States  may  pass  laws  (or  implement  policies)  to  retroactively  recoup 
payments  for  Medicaid-f unded  services  from  parents  and  spouses  of 
institutionalized  Medicaid  beneficiaries. ^    When  the  initial  regulations 
governing  the  deeming  of  income  for  SSI-related  recipients  were  published 
in  1977,  the  regulations  made  clear  that  although  States  which  elected  to 
follow  SSI  criteria  in  determining  Medicaid  eligibility  could  not  deem  the 
income  of  spouses  and  parents  of  institutionalized  recipients  beyond  the 
first  month  of  institutionalization,  this  did  not  prevent  States  from 
enacting  and  enforcing  general  laws  of  applicability  to  retroactively 
recoup  payments  from  responsible  relatives  for  the  cost  of  Medicaid 
services  (Federal  Register,  1977). 

Exhibit  2-8  indicates  which  of  the  15  Section  209(b)  States  have  elected  to 
apply  more  restrictive  deeming  criteria  than  used  in  the  SSI  program,  and 
whether  these  more  restrictive  criteria  apply  to  parents  or  spouses,  or  both. 
Similarly,  the  Exhibit  lists  those  States  which  recover  payments  from  spouses 
and/or  parents  of  institutionalized  Medicaid  recipients.     The  degree  to  which 
these  States  choose  to  enforce  these  provisions,  however,  is  unclear.  For 
example,  in  1979,  legislation  was  passed  in  Indiana  which  significantly 
expanded  the  number  and  amount  of  deductions  which  are  made  in  determining  the 
"available"  income  of  a  parent  or  spouse  of  an  institutionalized  Medicaid 
recipient.     While  Indiana,  on  paper,  continues  to  deem  the  income  of  parents 
and  spouses  after  a  Medicaid  recipient  has  been  institutionalized,  few  spouses 
or  parents  actually  have  a  continuing  financial  liability. 

Similarly,  while  both  Texas  and  New  York  require  non-eligible  spouses  to 
contribute  a  percentage  of  their  income  toward  the  cost  of  nursing  home  care 


Unlike  State  relative  responsibility  programs  which  require  adult  children 
to  contribute  to  the  cost  of  care  for  their  elderly  parents  in  nursing  homes, 
State  laws  or  policies  pertaining  to  spouses  and  parents  do  not  have  to  be 
"laws  of  general  applicability,"  i.e.  they  may  be  specific  to  Medicaid.  See 
Chapter  5  for  a  more  detailed  discussion  of  laws  of  general  applicability. 
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for  an  institutionalized  spouse,  the  ability  of  both  States  to  enforce  these 
laws,  if  spouses  refuse  to  contribute,  is  limited.     In  New  York,  the  State 
Medicaid  agency  may  sue  a  non-contributing  spouse  in  Family  Court.  Family 
Court  judges  may  decide  a  fair  spousal  contribution  on  a  case-by-case  basis, 
and  State  officials  indicate  that  the  courts  are  generally  less  stringent  than 
the  State  in  determining  a  spouse's  financial  liability.     Texas  receives 
payments  from  only  about  300  spouses  each  month.     Spouses  who  refuse  to 
contribute  are  notified  that  their  case  will  be  referred  to  the  Department's 
attorney,  but  no  cases  have  actually  been  taken  to  court  (Texas  Department  of 
Human  Resources,  1984). 


Exhibit  2-8 

States  Which  Apply  More  Restrictive  Deeming  Criteria  than  SSI 
or  Retroactively  Recoup  Payments  from  Spouses  or  Parents 


More  Restrictive  Criteria  for.. 


Section  209(b)  States  Spouses  Parents 

Connecticut 

Hawaii  -  x 

Illinois 

Indiana  x  x 

Minnesota  x 
Nebraska  x 

New  Hampshire  -  x 

North  Carolina  x  x 

North  Dakota  x  x 

Ohio 

Oklahoma  x  x 

Utah 

Virginia 


6  6 

States  Which  Retroactively  Recoup  Payments  From..     Spouses  Parents 

California  -  x 

Connecticut  -  x 

Illinois  -  x 

Maryland  -  x 

New  York  x 

Pennsylvania  -  x 

Virginia  -  x 

Texas  x 

Utah  _  x 

Washington  -  x 


Source:     Primary  survey  data  collected  from  States. 
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The  authority  of  Section  209(b)  States  to  deem  income  from  non- 
institutionalized  spouses  has  been  contended  in  the  courts.     In  Gray  Panthers 
vs.  Secretary,  Department  of  Health,  Education  and  Welfare  (Dec.  8,  1978)  the 
District  Court  for  the  District  of  Columbia  found  that  regulations  governing 
the  ability  of  Section  209(b)  States  to  deem  income  from  noninstitutionalized 
spouses  were  inconsistent  with  the  intent  of  the  Medicaid  legislation.  The 
argument  centered  around  the  definition  of  "available"  income.    The  plaintiffs 
argued  that  the  original  Medicaid  legislation  and  the  accompanying  Committee 
reports  made  it  clear  that  States  were  only  allowed  to  deem  income  which  is 
actually  available  to  the  recipient »     For  example,  the  accompanying  Senate 
Report  reads: 

"Income  and  resources  taken  into  account,  furthermore,  must  be 
reasonably  evaluated  by  States.    These  provisions  are  designed  so  that 
the  States  will  not  assume  the  availability  of  income  which  may  not, 
in  fact,  be  available...."  (Senate  Report  No.  404,  1965) 

The  District  Court's  ruling  was  upheld  by  the  Court  of  Appeals,  and  the 
Department  issued  preliminary  regulations  limiting  the  duration  and  amount 
which  Section  209(b)  States  could  deem  the  income  of  noninstitutionalized 
spouses.    However,  the  Department  further  appealed  to  the  U.S.  Supreme  Court, 
which,  in  1981,  reversed  the  decision  of  the  Court  of  Appeals,  deciding  that 
Congress  had  explicitly  authorized  States  to  presume  spousal  responsibility  in 
determining  Medicaid  eligibility,  and  that  Congress  had  also  been  explicit, 
through  its  enactment  of  the  Section  209(b)  provision,  in  allowing  States  to 
retain  those  deeming  rules  which  States  had  employed  prior  to  implementation  of 
the  SSI  program  (Schwelker  v.  Gray  Panthers ,  June  25,  1981). 

In  addition  to  options  which  allow  States  to  continue  to  deem  income  of 
spouses  and  parents  of  institutionalized,  there  are  options  which  allow  States 
to  waive  deeming  requirements  for  certain  non-institutionalized  Medicaid 
beneficiaries.    Under  these  options,  spouses  and  parents  are  not  presumed  to  be 
financially  liable  for  the  care  of  the  recipient,  regardless  of  whether 
services  are  being  provided  in  an  institutional  or  non-institutional  setting. 
These  options  are: 

Section  134  option.     Section  134  of  the  Tax  Equity  and  Fiscal  Responsibility 
Act  of  1982  (TEFRA)  gives  States  the  option  of  extending  coverage  to  children 
under  19,  living  at  home,  who  qualify  as  disabled  under  Section  1614(a)  of  the 
Social  Security  Act  and  who  would  be  eligible  for  Medicaid  if  they  were 
institutionalized.     States  electing  this  option  must  cover  all  disabled 
children  on  a  statewide  basis  who  meet  the  following  criteria: 

•  The  child  requires  the  level  of  care  provided  in  a  hospital,  skilled 
nursing  facility,  or  intermediate  care  facility; 

©    It  is  appropriate  to  provide  care  for  the  child  outside  of  an  institution; 

©    The  estimated  cost  of  care  at  home  is  no  more  than  the  estimated  cost  of 
institutional  care;  and 

•  The  child  would  be  eligible  for  Medicaid  if  institutionalized. 
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Section  2176  waivers.     Under  Section  2176  of  the  Omnibus  Budget  Reconciliation 
Act  (OBRA)  of  1981,  States  may  apply  for  waivers  to  cover  home  and 
community-based  services  for  persons  who  meet  SNF,  ICF,  or  ICF-MR  level  of  care 
criteria.    Under  Section  2176  waivers,  States  may  also  apply  for  waivers  of 
SSl/Medicaid  deeming  rules,  which  allow  them  to  apply  the  same  deeming  rules 
for  recipients  receiving  services  under  the  waiver  as  are  applied  to 
institutionalized  recipients.  (A  further  discussion  of  Section  2176  waivers  is 
provided  in  the  section  which  follows). 

Model  waivers.     Model  waivers  are  a  streamlined  process  developed  by  HCFA  to 
allow  States  to  provide  coverage  of  home  and  community- based  services  for  small 
caseloads  of  up  to  50  persons.     Model  waivers  are  restricted  to  persons  who 
meet  categorical  criteria  for  blindness  or  disability;  they  cannot  be  used  to 
provide  home  and  community-based  services  to  aged  beneficiaries.  Otherwise, 
all  other  provisions  of  Section  2176  waivers  apply. ° 

In  sum,  SSI  provisions  for  deeming  the  income  from  spouse  to  spouse  and 
parent  to  child  for  non-institutionalized  recipients,  but  not  for 
institutionalized  recipients  (beyond  the  first  month  of  institutionalization) 
have  been  cited  as  a  disincentive  to  family  caregiving.    However,  there  are  a 
number  of  options  available  to  States  to  equalize  deeming  requirements  for 
institutionalized  and  non-institutionalized  recipients  within  specifically 
defined  groups.     States  have  the  option  of  imposing  more  restrictive  deeming 
criteria  for  institutionalized  recipients,  or  to  relax  deeming  criteria  for 
certain  non-institutionalized  recipients  who  are  at  risk  of  nursing  home 
placement. 

2.4    Medicaid  Service  Coverage  Policies  and  Family  Caregiving 

Perhaps  the  most  evident  aspect  of  Medicaid  program  policy  considered  to  be 
non-supportive  of  family  caregiving  is  that  Medicaid  has  traditionally  not 
provided  coverage  for  the  types  of  services  which  are  most  needed  to  augment 
the  informal  caregiving  efforts  of  families.      Although  all  States  are  required 
to  provide  coverage  of  home  health  care  services,  many  States  impose 
restrictions  on  the  amount,  duration,  and  scope  of  home  health  care  visits 
which  limit  their  availability  to  elderly  persons  with  long-term  care  needs. 
There  are  a  number  of  optional  services  which  States  may  cover,  if  they  choose, 
which  can  provide  assistance  to  family  caregivers,  including  adult  day  care, 
medical  transportation,  and  personal  care.     Since  these  are  optional  services, 
they  are  not  available  at  all  in  many  States.    Only  20  States  provide  coverage 
of  personal  care  services,  and  only  a  few  provide  adult  day  care  services. 


Until  December  1984,  States  could  also  apply  for  "Katie  Beckett"  waivers  to 
waive  SSI  deeming  rules  on  a  case-by-case  basis.    However,  the  processing  of 
individual  applications  for  Katie  Beckett  waivers  was  determined  overly 
bureaucratic,  and  States  are  now  encouraged  to  utilize  the  Section  134  option 
or  Model  Waivers  to  waive  SSI  deeming  requirements  for  certain  individuals  so 
that  they  may  be  eligible  for  Medicaid  services  at  home.      However,  the 
Secretary  of  HHS  still  retains  the  authority  to  grant  Katie  Beckett  waivers  on 
an  individual  basis. 
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Under  Federal  regulations,  family  members  are  also  not  eligible  as  providers  of 
personal  care  services  (See  Chapter  3).     Respite  care,  which  would  permit 
families  to  take  a  brief  interlude  from  the  strains  of  informal  caregiving,  is 
not  an  available  service  under  the  regular  Medicaid  program. 

Consequently,  it  is  often  claimed  that  family  members  reluctantly  admit 
their  elderly  kin  to  a  nursing  home  because  the  support  services  needed  to 
maintain  their  parents  outside  of  a  nursing  home  are  not  readily  available. 
Even  those  services  which  are  available  may  not  be  provided  in  sufficient 
quantity  to  keep  the  family  involved.     States  often  impose  restrictions  on  the 
amount,  duration  and  scope  of  these  services  which  limit  their  availability  to 
impaired  elders.     States  may  limit  the  number  of  home  nursing,  home  health 
aide,  and/or  personal  care  visits  which  a  recipient  may  receive,  although  a 
severely  impaired  elder  may  require  daily  assistance. 

The  institutional  bias  in  Medicaid  service  coverage  is  amplified  by  special 
eligibility  provisions  rules  for  institutionalized  Medicaid  recipients.  The 
most  widely-known  provision  Is  the  so-called  300%  rule,  under  which  States  may 
provide  Medicaid  eligibility  to  institutionalized  persons  with  incomes  up  to  a 
special  income  level,  established  by  the  State,  as  long  as  that  income  level 
does  not  exceed  300%  of  the  Federal  SSI  benefit  level.'     Thus,  elderly 
persons  who  do  not  qualify  for  Medicaid  under  SSI  eligibility  rules,  and  who  do 
not  live  in  States  with  a  medically  needy  program,  but  whose  incomes  fall  below 
a  special  income  level,  may  only  be  eligible  for  Medicaid  if  they  enter  an 
institution  (Exhibit  2-9). 


Exhibit  2-9 

Incentives  to  Institutionalize  Elderly  Kin  Under  the  300%  Rule 


Mr.  Hanley  is  92-years-old ,  severely  Impaired,  and  lives  with  his  adult 
son,  daughter-in-law,  and  their  family.     He  is  bedbound,  and  needs  nursing  care 
at  least  three  times  per  week,  in  addition  to  daily  personal  care.  His 
condition  does  not  meet  the  criteria  for  Medicare  home  health  coverage. 
Although  Medicaid  would  pay  for  most  of  his  medical  care  if  he  were  eligible, 
his  combined  Social  Security  and  pension  income,  at  $450  per  month,  is  above 
the  income  level  which  would  qualify  him  for  SSI  and  Medicaid.     He  lives  in  a 
State  with  no  medically  needy  program.     Although  his  family  is  committed  to 
keeping  him  at  home,  and  provides  most  of  Mr.  Hanley 's  personal  care,  they 
cannot  afford  the  out-of-pocket  costs  for  nursing  care,  drugs,  and  physician 
services  which  he  needs.     They  are  advised  by  a  caseworker  that  under  their 
State's  Medicaid  program  rules,  Mr.  Hanley  would  immediately  be  eligible  for 
Medicaid  if  he  were  cared  for  in  a  nursing  home.     Reluctantly,  they  agree  that 
this  is  the  only  solution. 


In  January  1984,  the  300%  income  limit  was  $942  per  month. 
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In  response  to  this  lack  of  service  coverage  for  alternative  long-term  care 
services  in  the  community,  and  to  incentives  for  institutionalization  within 
Medicaid  eligibility  policies,  Congress  enacted  the  Home  and  Community-Based 
Medicaid  Waiver  Program  under  Section  2176  of  the  Omnibus  Budget  Reconciliation 
Act  of  1981  (OBRA).  Under  Section  2176,  States  may  apply  for  waivers  to  cover  a 
variety  of  long-term  care  services  to  deter  persons  from  placement  in  a  nursing 
home.8    For  persons  who  qualify  for  waiver-covered  services  (i.e.  persons  who 
are  at  risk  of  placement  in  a  nursing  home  if  home  and  community  based  services 
are  not  provided),  States  may  apply  the  same  eligibility  rules  as  are  used  to 
determine  the  eligibility  of  institutionalized  Medicaid  recipients.     By  January 
of  1986,  46  States  had  received  Section  2176  waivers  for  one  or  more  target 
populations . 

While  the  Section  2176  waiver  greatly  expands  the  types  of  services  which 
can  be  provided  to  help  elderly  kin  and  their  families  to  utilize 
non-institutional  care  options,  there  is  concern  at  the  Federal  level  that 
Section  2176  waivers  may  increase  Medicaid  expenditures  for  non-institutional 
services  without  having  any  substantial  impact  on  utilization  and  expenditures 
for  nursing  home  care  (U.S.  Department  of  Health  and  Human  Services,  1984). 
The  central  issues  are  whether  waiver  services  will  be  targeted  to  persons  who 
would  have  otherwise  used  nursing  home  care,  and  whether  these  services  are 
effective  in  delaying  or  deterring  nursing  home  use.     Through  its  application 
review  process,  and  through  regulation,  HCFA  has  placed  severe  restrictions  on 
the  extent  to  which  States  may  provide  coverage  for  these  services.     It  is 
clear  that  the  Department  is  keeping  a  watchful  eye  on  the  impacts  of  this 
expansion  in  service  coverage  policy  under  Medicaid,  and  continued  coverage  of 
alternative  long-term  care  services  as  provided  under  the  waiver  is  by  no  means 
certain. 


2.5    Summary  and  Conclusions 

There  are  a  number  of  Medicaid  program  provisions  which  appear  to 
discourage  rather  than  encourage  family  involvement  in  caring  for  their  elderly 
kin.     SSI  and  Medicaid  benefits  to  impaired  elderly  persons  whose  families  have 
taken  them  into  their  homes  are  often  reduced,  but  not  for  elderly  persons  who 
continue  to  live  apart  from  their  families.    Medicaid  recipients  who  receive 
in-kind  support  from  their  family  members  for  rent,  food,  and  clothing  receive 
fewer  benefits  than  elderly  whose  families  do  not  contribute  to  their  support. 
There  is  no  incentive  for  families  to  contribute  financially  to  their  elderly 
parent's  support  under  SSl/Medicaid  eligibility  rules,  since  every  dollar 
contributed  by  the  family  leads  to  a  dollar  reduction  in  cash  benefits. 

It  is  also  true  that  some  eligibility  and  service  coverage  options  appear 
to  encourage  families  to  place  their  impaired  elderly  kin  in  a  nursing  home 
rather  than  to  continue  to  provide  care  in  a  non-institutional  setting. 
Traditionally,  Medicaid  has  not  provided  coverage  for  the  types  of  services 
which  are  needed  to  maintain  impaired  elderly  kin  at  home.     Institutional  care 
has  often  been  the  only  care  available.     Even  if  services  were  available  in  the 
community,  some  eligibility  provisions  still  encourage  institutional  placement. 


States  may  not  provide  reimbursement  for  room  and  board,  educational,  or 
vocational  services  under  the  Section  2176  waiver. 
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Under  SSI  deeming  policies  and  the  "300%  rule,"  institutionalization  may  be 
the  only  way  to  get  one's  elderly  kin  into  the  Medicaid  program  at  all, 
particularly  in  a  State  without  a  medically  needy  program. 

However,  the  accusation  that  Medicaid  is  "anti-family"  cannot  be  supported 
by  empirical  data.     In  fact,  as  discussed  in  Chapter  1,  the  available  data 
weigh  heavily  on  the  other  side.     Families  are  strongly  committed  to  caring  for 
their  elderly  kin.    They  do  not  withhold  financial  support  or  informal  care  in 
order  to  receive  government  benefits.    Most  families  only  institutionalize 
their  elderly  kin  as  a  last  resort. 

There  Is  also  evidence  that  some  of  the  provisions  discussed  in  this 
chapter  have  less  of  an  effect  on  family  caregiving  behavior  than  commonly 
believed.     There  are  a  number  of  ways  in  which  families  and  elderly  kin  who 
share  living  arrangements  can  be  exempted  from  the  one- third  reduction  rule. 
Moreover,  it  is  not  known  how  honest  SSI  recipients  are  in  reporting  financial 
support  received  from  family  members,  or  how  aggressively  SSA  workers  are  about 
reducing  SSI  benefits  when  recipients  receive  such  support,  particularly  when 
it  may  be  provided  irregularly. 

Recent  policy  changes  have  also  served  to  counter  the  "anti-family"  bias  in 
Medicaid.     States  now  have  a  variety  of  program  and  policy  options  to  apply  the 
same  deeming  rules  to  institutionalized  and  non-institutionalized  recipients, 
within  certain  limitations.    The  Section  2176  Home  and  Community  Based  Waiver 
program  represents  a  dramatic  shift  in  Medicaid  long-term  care  policy.  Under 
the  waiver,  States  may  expand  coverage  of  the  types  of  services  which  are 
needed  to  assist  families  in  keeping  their  elderly  kin  in  non-institutional 
care  settings.    Although  policymakers  are  wary  of  the  cost  implications  of  this 
expansion  in  service  coverage,  it  nonetheless  reflects  a  desire  to  provide 
greater  support  to  informal  caregivers  with  public  resources. 

The  potential  impact  of  changes  in  Medicaid  resource  and  transfer  of  asset 
policies  remains  unclear.    The  key  issue  appears  to  be  whether  State  Medicaid 
agencies  will  pursue  the  option  to  use  the  equity  value  of  an  elderly  person's 
home  to  offset  Medicaid  long- terra  care  costs,  or  whether  they  will  continue  to 
allow  Medicaid  recipients  to  pass  on  this  equity  to  their  children.    On  the  one 
hand,  increased  appropriation  of  this  resource  by  State  Medicaid  agencies  could 
negatively  impact  family  caregiving.     If  children  have  no  prospect  of  receiving 
any  inheritance  whatsoever  from  their  parents  on  Medicaid,  will  they  still 
provide  the  same  levels  of  informal  care?    On  the  other  hand,  if  children  know 
that  State  Medicaid  agencies  will  access  the  equity  in  their  parent's  house, 
they  may  intensify  their  informal  caregiving  efforts  even  further  to  keep  their 
parents  out  of  nursing  homes  and  off  Medicaid  altogether.    We  foresee  this 
issue  receiving  increasing  attention  in  the  Medicaid  policy  arena  as  the  need 
to  control  expenditures  for  nursing  home  care  becomes  ever  more  acute. 

Finally,,  it  is  necesssary  to  look  at  the  so-called  "anti-family"  bias  in 
Medicaid  from  the  opposite  perspective.    The  program  provisions  discussed  in 
this  chapter  were  certainly  not  designed  with  the  intent  of  discouraging  family 
caregiving.     Rather,  the  provisions  were  most  probably  enacted  with  the 
objective  of  targeting  public  resources  to  elderly  persons  who  do  not  have 
families  to  care  for  them.     Although  the  one-third  reduction  rule  may  appear  to 
penalize  family  members  who  share  their  home  with  elderly  kin,  elimination  of 
the  one-third  reduction  rule  would  result  in  other  Inequities.     Should  an  SSI 
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recipient  who  has  no  family  members  to  provide  in-kind  support  be  given  the 
same  benefits  as  recipients  who  receive  substantial  support  and  assistance  from 
their  families?    Similarly,  by  providing  coverage  primarily  for  institutional 
care,  Medicaid  is  clearly  targeting  resources  towards  serving  those  elderly  who 
have  no  access  to  services  provided  by  the  informal  caregiving  network.  Should 
public  resources  be  used  to  supplement  informal  caregiving  efforts,  or  should 
the  primary  objective  remain  focused  on  targeting  resources  to  those  elderly 
who  do  not  have  the  good  fortune  of  a  caring  family?    Unfortunately,  in 
enacting  program  provisions  to  target  resources  to  persons  who  have  no  family 
caregivers,  we  inevitably  create  incentives  for  the  elderly  and  their  families 
to  act  as  if  no  informal  care  is  available,  in  order  to  access  those 
resources.    The  goal  of  encouraging  family  caregiving  through  Medicaid  policy 
is  not  as  simple  as  many  perceive;  it  is  also  a  matter  of  balancing  limited 
long-term  care  resources  between  those  who  have  no  informal  careproviders ,  and 
those  who  have  fewer  needs  because  they  have  family  and  friends  to  help  care 
for  them. 


45 


Chapter  2  References 


1.  Commerce  Clearing  House.    Medicare  and  Medicaid  Guide,  Volume  3:  Medicaid, 
Conditions  of  Eligibility,  Financial  Eligibility,  Paragraph  14,311,  p. 
6201-27. 

2.  Federal  Register.     "Determination  of  Income  and  Resources  of  Spouses  and 
Parents  Available  to  Applicants  for  or  Recipients  of  Medical  Assistance." 
Vol.  42,  No.  9:  2684,  January  13,  1977. 

3.  Federal  Register.  "Medicaid  and  SSI — Proposed  Transf er-of-Asset 
Requirements."  Volume  46;  51778,  October  22,  1981. 

4.  Jacobs,  B.  and  Weissert,  W.     "Home  Equity  Financing  of  Long-Term  Care  for 
the  Elderly,"  in  Long-Term  Care  Financing  and  Delivery  Systems:  Exploring 
Some  Alternatives,  HCFA  Publication *NoV  03174,  June  1984. 


5.  Rymer,  M.  et  al.    Comprehensive  Review  of  Medicaid  Eligibility,  prepared 

r  contract  #SRS-50Q-76-0014  to  the  Department  of  HealthB  Education  and 
Welfare,  October  31,  1977. 

6.  Schorr,  A.     "...thy  father  and  thy  mother..."  A  Second  Look  at  Filial 
Responsibility  and  Family  Policy.    DHHS,  SSA,  Office  of  Research  and 
Statistics,  SSA  Publication  No.  13-11953,  July  1980. 

7.  Senate  Report  No.  404,  89th  Congress,  1st  Session,  67(1965). 

8.  Texas  Department  of  Human  Resources.    Contributions  from  Spouses  and 
Parents  of  Institutionalized  Individuals,  October  17,  1984. 

9.  U.S.  Department  of  Health  and  Human  Services,  Health  Care  Financing 
Administration,  Office  of  Research.     Report  to  Congress;  Studies 
Evaluating  Medicaid  Home  and  Community-Based'  Care  Waivers,  December  1984. 


46 


Chapter  3 

PAYING  FAMILY  MEMBERS  AS  MEDICAID  PROVIDERS 


Care  provided  by  family  members  to  their  elderly  or  disabled  kin  is  not 
eligible  for  reimbursement  under  current  Medicaid  policy,  although  the 
definition  of  "family"  is  subject  to  interpretation,  as  will  be  discussed  later 
on.    This  chapter  discusses  the  policy  option  of  allowing  States  to  contract 
with  family  members  as  Medicaid  providers  of  long-term  care  services,  as  an 
incentive  to  promote  family  caregiving. 

Such  a  policy  change  would  most  likely  be  implemented  by  altering  Medicaid 
regulations  for  Personal  Care  services  under  CFR  470.170(f),  currently  defined 
as  "services  prescribed  by  a  physician  in  accordance  with  the  recipient's  plan 
of  treatment  and  provided  by  an  individual  who  is — 

(1)  Qualified  to  provide  the  services; 

(2)  Supervised  by  a  registered  nurse;  and 

(3)  Not  a  member  of  the  recipient's  family." 

This  definition  of  personal  care  services  could  be  modified  to  permit 
family  members  to  be  paid  as  Medicaid  providers  under  certain  conditions. 
Although  payment  of  family  members  under  Medicaid  regulations  is  severely 
restricted,  many  States  have  programs  outside  of  Medicaid  (and,  under  special 
circumstances,  within  Medicaid)  which  do  pay  family  members  for  providing 
long-term  care  services  to  elderly  or  disabled  relatives.    This  chapter 
describes  13  State  programs  which  provide  payments  to  family  caregivers,  with  a 
special  focus  on  the  conditions  attached  to  the  eligibility  of  family  members 
as  paid  Medicaid  providers.     Summary  characteristics  of  these  13  State  programs 
are  displayed  in  Exhibit  3-1. 

Assuming  that  it  is  neither  economically  feasible  nor  socially  desirable  to 
reimburse  all  family  caregivers  of  Medicaid  beneficiaries,  these  programs  serve 
as  actual  examples  of  how  States  have  approached  this  policy  issue.     The  final 
section  of  the  chapter  summarizes  the  trade-offs  of  using  public  resources  to 
pay  family  caregivers,  and  the  strategies  employed  by  States  to  restrict 
eligibility  of  family  members  as  paid  providers  of  service  to  special 
situations . 

3. 1    California  In-Home  Supportive  Services  Program 

By  far  the  largest  program  paying  family  members  as  long-term  care 
providers  is  California's  In-Home  Supportive  Services  program  (IHSS).  Funded 
with  Social  Services  Block  Grant  and  State  funds,  the  IHSS  program  served  a 
caseload  of  101,204  aged  and  disabled  long-term  care  recipients  in  1984,  at  a 
funding  level  of  $318.5  million.     Within  this  total,  approximately  $90  million 
was  paid  to  over  29,000  relatives  of  IHSS  recipients  for  the  delivery  of 
horaemaker,  personal  care,  transportation  and  other  long-term  care  services. 
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The  payment  of  family  members  as  long-term  care  providers  in  the  IHSS 
program  is  based  upon  the  program's  philosophy  that  the  recipient  should  be 
able  to  participate  in  the  selection  of  his  or  her  long-term  care  provider.  If 
the  recipient  wishes  to  employ  a  family  member  as  a  care  provider,  then  the 
State  is  willing  to  pay  that  family  member  with  public  funds. 

The  IHSS  program  is  administered  by  the  California  Department  of  Social 
Services  through  county  Social  Services  offices,  which  have  a  fair  amount  of 
autonomy  in  authorizing  IHSS  services.     Eligibility  for  IHSS  is  limited  to 
persons  receiving  SSI  and/or  State  supplementation  (SSP),  and  persons  with 
incomes  above  the  SSI/SSP  level  as  long  as  they  "spend-down"  to  the  SSI/SSP 
level.     Since  California's  supplementation  level  is  higher  than  any  other  State 
except  Alaska,  ($477  for  an  individual  living  independently  in  1984),  the 
number  of  persons  who  are  financially  eligible  for  the  IHSS  is  large.     In  1984, 
approximately  10%  of  California's  elderly  population  received  SSI/SSP,  compared 
to  a  nationwide  average  of  5.9%  of  all  elderly  persons. 

Three  modes  of  service  delivery  are  employed  in  the  IHSS  program: 

e    Direct  payment  of  individual  providers,  who  are  selected  by  the  IHSS 
recipient,  and  who  may  be  a  recipient's  relative; 

•  Delivery  of  services  by  private  vendors;  and 

•  Direct  service  provision  by  county  social  service  agencies. 

In  most  cases,  services  are  delivered  by  individual  providers,  selected 
either  by  the  IHSS  recipient  or  by  the  county  social  service  agency. 
Individual  providers  constitute  82%  of  all  providers,  contracted  providers 
comprise  15%,  while  horaemakers  in  the  direct  employ  of  county  social  service 
agencies  are  used  for  only  3%  of  the  IHSS  caseload  (California  Department  of 
Social  Services,  1984).     The  trend  is  toward  increased  use  of  individual 
providers;  in  1980,  individual  providers  were  the  delivery  method  for  73%  of 
all  IHSS  cases  (California  Department  of  Social  Services,  1980). 

The  IHSS  program  has  had  somewhat  of  a  stormy  history.     Begun  in  1958,  the 
program  acquired  an  entitlement-like  status  as  funding  levels  increased  during 
the  1960s  and  1970s  (Ricker-Smith,  1978).     Caseworkers  often  authorized  IHSS 
services  (or  checks)  to  whomever  met  the  financial  eligibility  criteria, 
regardless  of  the  recipient's  functional  status.     Funding  for  the  program  was 
not  capped  by  the  State  legislature.    However,  when  Federal  Title  XX  funds 
started  receiving  significant  cutbacks  in  1980,  the  IHSS  program  encountered  a 
fiscal  crisis  which  could  not  be  met  with  increased  State  revenues.  Reform 
legislation  (S.B.  633)  was  passed  in  June  1981,  which: 

•  Changed  the  charter  of  the  program  from  providing  services  to  those  "who 
can  remain  in  their  home  or  abode  of  their  own  choosing  when  these 
services  are  provided"  to  providing  services  to  those  "who  are  unable  to 
perform  IHSS  services  themselves  and  cannot  safely  remain  in  their  home  or 
abode  of  their  own  choosing  unless  the  services  are  provided." 

•  Mandated  the  addition  of  respite  care,  defined  as  temporary  or  periodic 
service  for  eligible  recipients  to  relieve  persons  who  are  providing  care 
without  compensation. 
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•  Restricted  services  to  clients  with  an  "able  and  available"  spouse  to 
non-medical  personal  services  and  paramedical  services.     In  other  words, 
able  and  available  spouses  were  not  to  be  paid  for  housekeeping  and 
related  activities,  or  for  transportation  services. 

•  Required  counties  to  pay  10%  of  all  IHSS  costs  which  exceeded  a  statewide 
cap; 

•  Established  a  priority  system  for  limiting  services  when  the  statewide  cap 
is  exceeded;  and 

•  Established  uniform  statewide  benefit  limits  for  the  Domestic  Services 
[housekeeping]  category,  which  had  previously  been  left  to  the  discretion 
of  the  counties. 


The  California  Department  of  Social  Services  has  conducted  two  sample 
surveys  of  IHSS  recipients,  in  1980  and  again  in  1983.  Selected 
characteristics  of  the  IHSS  caseload  in  March  1983  are  presented  in  Exhibit 
3-2.    Approximately  two-thirds  of  IHSS  recipients  are  aged,  one-third  are  blind 


Exhibit  3-2 

Selected  Characteristics  of  IHSS  Caseload:  March  1983 


1.  Age 

0-64 
65  -  74 
75  -  84 
85+ 

Unknown 

2.  Sex 

Male 
Female 

3.  Level  of  Impairment 

Severely  Impaired 
Non-Severely  Impaired 

4.  Living  Arrangement 

Lives  alone 

Lives  with  spouse 

Lives  with  parent 

Lives  with  adult  child  (no  spo 

Other  living  arrangement 


Number  Percent 

30,797  31.9% 

23,697  24.4 

28,636  29.6 

13,473  13.9 

217  0.2 

96,850  100.0% 

29,746  30.7% 

67,104  69.3 

96,850  100.0% 

10,500  10.8% 

86,350  89.2 

96,850  100.0% 

48,138  49.7% 

19,181  19.8 

5,600  5.8 

)               16,704  17.2 

7,227  _7.5 

96,850  100.0% 


Source:  California  Department  of  Social  Services,  In-Home  Supportive  Services 
Characteristics  Survey,  October  1984. 
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or  disabled.    Almost  half  live  alone.    Approximately  10%  of  the  recipients  are 
classified  as  severely  impaired,  defined  as  persons  who  require  more  than  20 
hours  of  service  per  week. 

Exhibit  3-3  presents  information  on  the  relationship  of  IHSS  providers  to 
recipients,  in  both  1980  and  1983.     Concurrent  with  the  trend  toward  greater 
usage  of  Individual  providers  is  a  trend  toward  increased  use  of  relatives  as 
providers.     In  1980,  relatives  comprised  26%  of  IHSS  providers;  in  1983,  they 
comprised  29%.     Perhaps  as  a  result  of  the  1981  reformative  legislation  which 
placed  restrictions  on  paying  "able  and  available"  family  members  for 
housekeeping  services,  the  proportion  of  providers  who  were  spouses  or  parents 
of  the  recipient  appears  to  have  declined  somewhat,  while  the  proportion  of 
providers  who  were  otherwise  related  to  the  recipient  increased. 
Unfortunately,  the  data  do  not  disaggregate  "other  relatives"  into  siblings, 
adult  children,  and  more  distant  relatives ,  although  adult  children  are 
undoubtedly  the  largest  sub-group. 


Exhibit  3-3 


Relationship 

of  Providers 

to  IHSS  Recipients 

:  1980  and  1983 

Relationship 

— — — -  1980 
Number 

Percent 

— —  1983  — 
Number 

Percent 

Parent 
Spouse 

Other  relative 

Friend 

No  relation 

Unknown 

3,025 

2,342 
19,613 

8,587 
56,108 

6,245 
95,920 

3.2% 

2.4 
20.4 

9.0 
58.5 

6.5 
100.0% 

2,617 
2,044 
23,422 
7,566 
50,190 
11 ,011 
96,850 

2.7% 
2.1 
24.2 
7.8 
51.8 
11.4 
100.0% 

Sources:  California  Department  of  Social  Services,  In-Home  Supportive  Services 
Characteristics  Surveys,  April  1980  and  March  1983. 

California  also  collected  information  on  the  ability  and  willingness  of 
available  caregivers  to  provide  services  to  the  IHSS  recipient.    Exhibit  3-4 
presents  information  from  the  1980  survey  on  whether  other  adults  living  with 
IHSS  recipients  were  willing  and  able  to  provide  services,  and  if  they  were, 
whether  they  provided  the  services  free  of  charge  or  as  paid  IHSS  providers. 
As  previously  mentioned,  only  about  45%  of  IHSS  recipients  lived  with  at  least 
one  other  adult.     Of  these  potential  caregivers,  another  47%  were  unable  to 
provide  care.     Most  of  these  household  members  (83%)  were  unable  to  provide 
services  to  the  recipient  because  they  themselves  were  physically  or  mentally 
impaired.     In  16%  of  the  cases,  the  household  member  was  unable  to  provide  care 
because  of  work,  training  or  school,  while  in  the  remaining  1%  of  the  cases 
miscellaneous  reasons  were  cited.    Less  than  1%  of  other  adults  living  in  the 
same  household  were  able  to  provide  services,  but  were  either  unwilling  to 
provide  services  or  were  not  providing  services  for  some  other  reason. 
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Of  those  live-in  adults  who  were  providing  services  to  the  recipient,  62% 
were  paid  as  IHSS  providers,  while  38%  provided  services  without  compensation 
(although  the  IHSS  recipient  was  obviously  receiving  services  from  another 
provider  as  well).    Adult  children  and  parents  living  with  IHSS  recipients  were 
more  likely  to  be  paid  as  IHSS  providers  than  spouses. 

Another  statistic  which  can  be  gleaned  from  Exhibit  3-4  is  that  since 
relatives  comprised  26%  of  all  IHSS  providers  in  1980,  and  since  about 
one-third  of  these  relative  providers  lived  with  the  recipient,  then  the 
remaining  two-thirds  of  relatives  providing  services  must  have  lived  near  the 
recipient,  but  not  in  the  same  household. 

One  important  conclusion  which  may  be  made  from  these  data  is  that 
providing  financial  incentives  exclusively  to  spouses  would  have  only  marginal 
fiscal  and  programmatic  impacts.     Only  20%  of  the  IHSS  population  lived  with 
their  spouse,  and  in  two-thirds  of  these  households,  the  spouse  was  unable  to 
be  a  caregiver,  primarily  because  the  spouse  was  also  physically  or  mentally 
impaired.    Thus,  an  able  and  available  spouse  was  a  potential  provider  for  only 
about  7%  of  the  IHSS  caseload.     From  another  perspective,  however,  limiting 
incentives  to  able  and  available  spouses  would  be  one  strategy  for  limiting  the 
costs  of  a  program  which  wanted  to  begin  providing  financial  incentives  on  an 
experimental  or  demonstration  basis. 

3.2    Michigan  Home  Help  Program 

The  Michigan  Home  Help  Program  is  of  particular  interest  because  it 
provides  reimbursement  to  family  providers  with  Medicaid  funds  through  existing 
regulation.    Although  42  CFR  470.170(f)  states  that  providers  of  personal  care 
services  "cannot  be  a  member  of  a  recipient's  family,"  the  regulation  does  not 
specifically  define  who  is  a  family  member.     Consequently,  Michigan  has 
interpreted  this  provision  to  mean  only  those  family  members  who  are  legally 
responsible  for  the  support  of  the  recipient,  i.e.,  spouses  and  parents  of 
children  under  18  years  of  age.     Thus,  Michigan  allows  adult  children, 
siblings,  parents  of  children  over  18  years  of  age,  and  other  relatives  to  be 
eligible  providers  of  personal  care  services  in  its  Home  Help  program. 

Administered  by  the  Michigan  Department  of  Social  Services,  the  Home  Help 
Program  was  originally  funded  through  Title  XX.     However,  in  response  to  fiscal 
pressures  and  Federal  funding  cuts  in  the  early  1980s,  Michigan  decided  to 
maximize  Federal  funding  by  redesigning  the  program  to  meet  Medicaid  personal 
care  services  requirements.     In  October  of  1980  funding  for  Medicaid-eligible 
clients  was  transferred  from  Title  XX  to  the  Title  XIX  personal  care  services 
option.     Since  family  members  had  been  eligible  as  paid  providers  under  Title 
XX  funding,  the  liberal  interpretation  of  family  members  as  eligible  providers 
was  adopted  under  Title  XIX  funding  in  order  to  maintain  program  continuity. 

Currently,  over  22,000  persons  receive  personal  care  services  through  the 
Home  Help  Program  at  an  FY  1985  funding  level  of  $73.0  million.  Approximately 
75%  of  the  program  is  funded  with  Title  XIX  funds,  while  the  remaining  25% 
comes  from  the  Social  Services  Block  Grant  (SSBG).     SSBG  funds  are  used  to 
provide  services  to  clients  who  are  not  Medicaid  eligible.     Approximately  14% 
of  the  caseload  are  mentally  ill  or  developmentally  disabled  clients,  while  the 
remaining  86%  are  physically  disabled  (Michigan  DSS,  1982).     The  mean  income  of 
physically  disabled  clients  in  1982  was  $332  per  month. 


54 


Relatives  comprise  43%  of  Home  Help  providers  for  physically  disabled 
clients.*    Twenty  percent  are  adult  children,  6%  are  parents,  and  17%  are 
other  relatives  (spouses  are  not  eligible  as  paid  providers).    The  maximum 
monthly  payment  amount  in  1982  was  $280,  and  the  average  payment  to  providers 
of  services  to  physically  disabled  clients  was  $203. 

As  shown  in  Exhibit  3-5,  relative  providers  were  more  likely  to  provide 
assistance  with  basic  ADL  activities  (eating,  dressing,  bathing,  toileting, 
etc.)  than  non-relatives.     For  example,  36%  of  child  providers  provided 
toileting  services,  compared  to  only  12%  of  non-relative  providers.  This 
statistic  suggests  that  family  members  may  be  more  willing  to  provide  basic  ADL 
services  than  non-relative  providers. 


Exhibit  3-5 

Percent  of  Providers  Providing  Adult  Home  Help 
Services,  by  Type  of  Provider:  1982 


Child  Non-Relative 

Basic  ADL  Services                   Providers  Providers 

Eating  18%  10% 

Toileting  36  12 

Bathing  63  41 

Grooming  53  36 

Dressing  56  27 

Transferring  31  17 

Ambulation  28  18 

Instrumental  ADL  Services 

Medication  50  23 

Meals  77  80 

Shopping  92  80 

Personal  Laundry  93  85 

Light  Cleaning  92  87 

Heavy  Cleaning  40  46 

Minor  Household  Repairs  11  7 

Yard  Work  16  13 


Source:  Michigan  Department  of  Social  Services,  Adult  Home  Help  Clients, 
Services,  Providers,  Costs,  Outcomes.  Special  Projects  Section, 
August  1982. 


Note  that  this  percentage  is  higher  than  in  California's  IHSS  program,  in 
which  relatives  comprised  29%  of  all  providers. 
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3.3    Florida  Home  Care  for  the  Elderly  Program 


A  relatively  small,  but  extremely  interesting  program,  is  the  Florida  Home 
Care  for  the  Elderly  Program.     The  program  was  originally  sponsored  by  a  State 
legislator  from  a  rural  part  of  the  State  as  a  means  of  providing  public 
support  to  carereceivers  and  caregivers  in  remote  areas  who  do  not  have  access 
to  agency-provided  services.     Begun  in  1977  as  a  demonstration  project,  the 
program  was  implemented  statewide  in  FY  1979-80,  and  is  presently  serving  a 
caseload  of  approximately  5,000  recipients  at  an  FY  1985  funding  level  of 
$5  million. 

The  legislative  intent  of  the  Home  Care  for  the  Elderly  Program  (HCE)  is  to 
promote  home  care  alternatives  to  nursing  homes  and  institutional  care  through 
the  provision  of  financial  subsidies  to  low-income  households,  and  to  encourage 
the  provision  of  long-term  care  in  family- type  living  arrangements.  The 
program  is  administered  by  the  Aging  and  Adult  Services  Program  Office  within 
the  Florida  Department  of  Health  and  Rehabilitative  Services.     Payments  made  to 
family  caregivers  in  the  HCE  program  are  divided  into  three  subsidy  elements: 

(1)  A  basic  support  and  maintenance  element  which  includes  the  costs  of 
housing,  food,  clothing  and  incidentals; 

(2)  Payments  for  medical,  pharmaceutical  and  dental  services  not  covered  by 
Medicare,  Medicaid,  or  other  form  of  insurance;  and 

(3)  Special  supplements  to  provide  for  any  service  or  specialized  care 
required  to  maintain  the  health  and  well-being  of  the  elderly  person. 

Program  eligibility  is  limited  to  State  residents  over  65  years  of  age  who 
meet  either  SSI  financial  eligibility  criteria  or  eligibility  for  Medicaid  if 
placed  in  a  nursing  home.     The  client  must  also  meet  functional  impairment 
criteria  as  determined  through  a  client  assessment  instrument  administered  by 
local  Aging  and  Adult  Services  counselors.    This  assessment  must  be  validated 
by  a  physician  who  provides  a  written  statement  that  the  client  is  "at  risk  of 
institutionalization"  should  the  Home  Care  service  not  be  available,  and  that 
the  Home  Care  service  is  an  appropriate  alternative  for  the  health  and 
well-being  of  the  client.    The  program  also  requires  that  the  caregiver  be 
either  a  live-in  relative  or  a  non-relative  who  is  not  a  board-and-care  home 
operator. 

An  evaluation  of  the  Florida  Home  Care  for  the  Elderly  Program  conducted  in 
February  1982  showed  that  the  program  was  targeting  a  severely  impaired 
population  (Florida  DHRS,  1982).     The  average  age  of  an  HCE  client  was  83. 
Over  95%  of  the  sampled  caseload  could  not  shop,  prepare,  meals,  do  housework, 
do  laundry,  or  get  to  places  beyond  walking  distance  without  assistance 
(Exhibit  3-6).     Over  two-thirds  were  unable  to  dress,  care  for  their  personal 
appearance  or  bathe  without  assistance,  and  approximately  one-third  required 
help  to  eat.    Only  41%  of  HCE  clients  could  always  get  to  the  bathroom  on  time, 
and  30%  were  confined  to  wheelchairs.     Overall,  nearly  two-thirds  of  HCE 
clients  were  severely  or  totally  impaired  with  regard  to  physical  health. 

HCE  clients  were  quite  poor.    The  average  income  of  sampled  clients  was 
$286  per  month,  or  $3,432  annually.     Eighty-seven  percent  had  incomes  below 
$390  per  month,  or  $4,680  annually  and  no  client  had  an  annual  income  in  excess 
of  $7,000. 
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Exhibit  3-6 

Ability  of  HCE  Clients  to  Perform  Activities  of  Daily  Living 


Activity 

Unable  to 
Perform 

Can  Perform 
With  Assistance 

Can 
Without 

Shop 

85% 

12% 

3% 

Prepare  Own  Meals 

85 

11 

4 

Do  Housework 

89 

10 

1 

Do  Laundry 

90 

9 

1 

Get  to  Place 

Beyond  Walking 

71 

26 

3 

Dress  Self 

40 

35 

25 

Groom  Self 

38 

29 

33 

Bathe  Self 

42 

38 

20 

Walk  Outside 

51 

33 

16 

Use  Stairs 

63 

31 

6 

Feed  Self 

17 

18 

65 

Source:     Florida  Department  of  Health  and  Rehabilitative  Services,  An 

Evaluation  of  Florida's  Home  Care  for  the  Elderly  and  Adult  Foster 
Home  Programs*    Office  of  the  Inspector  General,  Office  of  Evaluation, 
September  1982.    Data  presented  are  based  on  a  sample  of  148  HCE 
clients. 


The  relationship  of  caregivers  to  carereceivers  is  presented  in  Exhibit 
3-7.    Eighty-percent  of  the  caregivers  were  female.    The  average  age  of 
caregivers  was  57;  approximately  28%  were  over  the  age  of  65  years  (usually 
caregiving  spouses).    Like  HCE  clients,  caregivers  were  likely  to  be  poor. 
Sixty  percent  had  annual  incomes  of  $5,000  or  less  (excluding  the  HCE  subsidy 
payment),  and  almost  90%  had  incomes  of  $10,000  or  less.    Eighty-four  percent 
were  not  otherwise  employed.    The  most  usual  family  setting  was  for  the  HCE 
carereceiver  and  caregiver  to  live  alone,  with  no  other  household  members;  this 
family  arrangement  was  observed  in  slightly  over  half  (53%)  of  the  sampled 
households. 


Payment  levels  in  the  HCE  program  are  quite  modest.     In  October  1981,  the 
average  basic  subsidy  amount  was  $92.33  per  month.    Approximately  37%  of  HCE 
clients  received  an  additional  supplement  to  offset  medically-related  expenses 
on  a  cost  reimbursement  basis;  the  average  HCE  supplement  was  $51.69  per 
month.     When  asked  if  the  HCE  subsidy  was  adequate,  49%  of  HCE  caregivers 
responded  that  it  was  adequate,  while  51%  indicated  that  it  was  not.  Analyses 
found  that  perceived  adequacy  of  the  subsidy  amount  was  statistically  related 
to  the  marital  status  of  the  caregiver  and  to  the  client's  ability  to  get  to 
the  bathroom  on  time.    Married  caregivers  (both  spouses  and  married  adult 
children)  were  more  likely  to  respond  that  the  subsidy  was  adequate. 
Caregivers  of  incontinent  clients  were  more  likely  to  state  that  the  subsidy 
amount  was  inadequate. 
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Exhibit  3-7 

Relationship  of  Caregiver  to  Carereceiver  in  Florida  HCE  Program 


Relationship 


Percent 


Grandchild 
Other  relative 
Friend 


Child 

Spouse 

Sibling 


61% 
19 

6 

2 

9 

2 


99% 


Source:    Florida  Department  of  Health  and  Rehabilitative  Services,  op.  cit. 

When  caregivers  were  asked  whether  they  would  have  been  able  to  provide 
care  without  the  HCE  subsidy,  24%  said  they  definitely  could  not,  34%  said 
probably  not,  and  the  remaining  42%  said  probably  or  definitely  yes.     It  is 
interesting  to  note  that  the  only  relationship  between  caregivers'  response  to 
this  question  and  client  characteristics  again  concerned  incontinence. 
Caregivers  of  clients  who  only  occasionally  or  never  made  it  to  the  bathroom 
were  more  likely  to  say  that  they  could  not  have  given  care  without  the  HCE 
subsidy. 

The  HCE  subsidy  was  not  the  sole  source  of  public  assistance  in  most 
cases.    The  evaluation  collected  data  on  the  number  of  HCE  clients  also 
receiving  services  from  three  other  home  and  community-based  service  programs: 
(1)  The  Community  Care  for  the  Elderly  services,  a  State-funded  program;  (2) 
Title  XX  program  services;  and  (3)  services  provided  under  the  Older  Americans 
Act.    Only  11%  of  HCE  clients  did  not  receive  additional  services  from  at  least 
one  of  these  programs.     However,  in  most  cases,  the  services  being  provided 
were  indirect  rather  than  direct  services,  such  as  information  and  referral, 
medical  management,  counseling,  transportation,  consumer  education,  and 
telephone  reassurance.     In  most  cases,  these  services  provided  support  to  the 
caregiver  directly. 

The  evaluation  compared  the  costs  of  the  HCE  program  to  the  costs  of  three 
other  programs  in  Florida's  continuum  of  care  for  aged  and  disabled  adults: 
(1)  an  Adult  Foster  Home  program;  (2)  an  Adult  Congregate  Living  Facility 
program:  and  (3)  the  Community  Care  for  the  Elderly  Program.     In  terms  of  costs 
to  the  State  of  Florida  (i.e.,  excluding  Federal  costs),  the  HCE  program  was 
found  to  be  the  most  costly  per  client  served,  although  it  was  noted  that  the 
HCE  program  served  an  older  and  more  impaired  population  than  the  comparison 
programs.    The  cost  per  client  in  the  HCE  program  was  still  less  than  half  the 
State  share  of  the  average  Medicaid  nursing  home  payment  for  the  lowest  level 
of  ICF  care. 
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Overall,  the  evaluation  was  extremely  positive  about  the  impact  of  the  HCE 
program  in  supporting  severely  impaired  clients  and  their  family  caregivers. 
Given  the  poverty  level  of  both  HCE  clients  and  their  caregivers,  and  the 
impaired  health  status  of  the  target  population,  the  evaluation  concluded  that 
the  program  was  succeeding  in  targeting  resources  to  clients  at  risk  of  nursing 
home  placement.    The  study  qualified  this  conclusion  by  stating  that  "the 
personal  preference  of  many  clients  and  their  families  to  remain  in  the 
community  regardless  of  need  for  nursing  home  care  and  a  shortage  of  nursing 
home  beds  complicate  the  process  of  calculating  savings."2      It  also  appears 
that  the  HCE  program  targets  resources  to  households  where  strong  family 
commitments  to  caregiving  preceded  program  entry.    Eighty-two  percent  of  all 
HCE  clients  had  lived  with  their  HCE  caregiver  prior  to  acceptance  into  the 
program,  and  over  half  (56%)  had  been  members  of  the  caregiver's  household  for 
10  years  or  more. 

3.4    Wisconsin  Supportive  Home  Care  Program 

The  Supportive  Home  Care  (SHC)  program  is  Wisconsin's  primary  social 
service  program  for  providing  in-home  services  to  persons  who  are  unable  to 
perform  certain  activities  of  daily  living,     it  is  broader  than  the  other 
social  service  programs  described  in  this  chapter  in  that  it  serves  a  wide 
range  of  target  groups,  including  the  developmentally  disabled,  children  in 
protective  custody,  alcohol  and  drug  abuse  clients,  the  mentally  ill,  the 
blind,  and  persons  with  other  types  of  disabilities.    However,  the  impaired 
elderly  still  constituted  77%  of  the  SHC  caseload  in  1983,  as  shown  in  Exhibit 
3-8.     Funded  with  Social  Services  Block  Grant  funds,  total  expenditures  for 
Supportive  Home  Care  were  $15.5  million  in  1983. 


Exhibit  3-8 

Distribution  of  Supportive  Home  Care  Caseload  By  Target  Group;  1983 


Target  Group 

Number 

Percent 

Impaired  Elderly 

7,246 

77% 

Developmentally  Disabled 

194 

2 

Adult  Protection 

205 

2 

Other  Disabled 

1,439 

15 

Other 

314 

3 

Total 

9,398 

99% 

Source:    Wisconsin  Department  of  Health  and  Social  Services,  Division  of 
Community  Services,  1984. 


Florida  has  the  lowest  number  of  nursing  home  beds  per  1,000  elderly 
population  of  any  State. 


59 


The  design  of  Wisconsin's  Supportive  Home  Care  program  is  quite  similar  to 
that  of  California's  In-Home  Supportive  Services  program.     Funds  are  channelled 
through  County  Social  Services  Departments,  which  maintain  a  great  deal  of 
autonomy  in  the  use  of  program  funds.    Like  California's  IHSS  program,  there 
are  three  modes  of  service  delivery:     1)  services  provided  by  individuals  paid 
directly  by  the  client,  and  who  may  include  family  members;  2)  agency- 
contracted  services;  and  3)  services  provided  directly  by  county  social  service 
departments. 

Supportive  Home  Care  clients  are  allowed  to  choose  their  own  provider, 
either  a  family  member,  friend  or  local  agency.     A  service  agreement  is  signed 
by  the  client,  the  provider,  and  the  county  agency  which  specifies  the 
activities  to  be  provided,  the  provider's  work  schedule,  the  rate  of  payment, 
and  the  billing  procedure.    The  rate  of  payment  is  negotiated  between  the 
provider  and  the  county.    Providers  must  submit  a  time  sheet  signed  both  by  the 
client  and  the  provider  on  a  monthly  basis  (Wisconsin  DHSS,  1980). 

In  response  to  "significant  unresolved  Issues  in  Supportive  Home  Care," 
(Wisconsin  DHSS,  1984)  the  Wisconsin  Department  of  Health  and  Social  Services 
undertook  a  comprehensive  examination  of  program  policies,  beginning  in  late 
1983.    Some  of  the  major  unresolved  issues  included  the  wide  diversity  in 
policies  employed  by  counties;  questions  regarding  employer-employee  relations 
between  consumers  and  providers,  such  as  responsibility  for  unemployment 
compensation,  Social  Security  benefits,  and  so  on;  the  inability  to  attract  an 
adequate  supply  of  providers,  particularly  for  consumers  requiring  intensive 
levels  of  service;  and  insufficient  overall  resources  to  meet  the  increased 
demand  for  community-based  services.    The  first  step  In  the  process  was  to 
collect  information  on  how  the  individual  counties  were  administering  the 
program,  since  the  State  had  very  little  information  on  a  centralized  basis. 

The  Department  found  that  program  policies  at  the  county  level  did  indeed 
vary  widely.    Maximum  payment  amounts  to  individual  providers  ranged  from  $50 
per  quarter  in  one  county ,  to  $640  per  month  in  another.    Many  counties  had 
established  maximum  payment  amounts  so  low  that  they  were  not  able  to  attract 
an  adequate  supply  of  providers,  and  were  spending  far  below  earmarked  levels 
for  Supportive  Home  Care.     Some  counties  used  asset  tests,  as  well  as  income 
tests  in  determining  financial  eligibility,  and  others  imposed  co-payment 
requirements  on  SHC  services.    There  was  also  wide  variation  in  target  groups, 
and  methods  used  in  assessing  the  need  for  services. 

Of  particular  interest  to  this  study  is  that  counties  varied  widely  in 
their  policies  regarding  the  use  of  family  members  as  paid  SHC  providers.  Some 
counties  excluded  family  members  from  being  paid  as  SHC  providers  altogether. 
Others  followed  a  policy  of  paying  family  members  less  than  agency  providers. 
One  county  adopted  a  policy  of  allowing  payments  only  to  employable  family 
members,  since  it  was  assumed  that  "service  applicants  living  with  unemployable 
relatives  would  be  receiving  care  regardless  of  the  program."    The  county 
further  reduced  the  rate  of  payment  for  live-in  relatives  doing  chore  services 
because  "a  live-in  relative  has  a  responsibility  to  perform  household  chores 
which  is  not  altered  by  the  presence  of  a  relative-client."    These  policies  are 
of  interest  because  they  provide  specific  examples  of  how  public  agencies  have 
tried  to  integrate  payments  to  family  providers  with  expectations  of  what 
should  be  provided  by  family  members  at  no  public  cost. 
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No  data  were  available  on  what  proportion  of  SHC  providers  were  family 
members.    State  officials  could  only  estimate  that  family  members  constituted 
the  majority  of  providers. 

3.5  Colorado  Home  Care  Allowance  Program 

The  Colorado  Home  Care  Allowance  program  has  been  in  effect  since  1974  when 
the  Federal  SSI  program  was  first  implemented.    A  unique  feature  of  the  program 
is  that  it  combines  the  Home  Care  Allowance  payment  with  the  State 
Supplementation  (SSP)  check,  although  clients  do  not  have  to  be  SSI/SSP 
recipients  in  order  to  be  eligible  for  the  program.    As  in  the  Wisconsin 
Supportive  Home  Care  program,  the  county  social  services  department,  the 
client,  and  the  provider  enter  into  a  three-way  agreement  regarding  the 
services  to  be  provided,  the  schedule  of  services,  and  the  rate  of  payment. 
The  maximum  Home  Care  Allowance  as  of  July  1,  1984  was  $319  per  month. 
Approximately  85%  of  the  providers  in  the  program  are  family  members,  primarily 
spouses  and  adult  children.    As  of  June  1,  1984,  there  were  1,972  recipients  of 
Home  Care  Allowances. 

The  Department  of  Social  Services  was  planning  to  transfer  funding  under 
the  Home  Care  Allowance  program  to  the  Section  2176  Medicaid  waiver  program, 
since  family  members  can  be  paid  under  the  waiver.    The  Home  Care  Allowance 
program  would  be  continued  for  those  clients  who  did  not  meet  either  the 
functional  or  financial  criteria  for  participation  in  the  Section  2176  waiver. 

3 .6  Connecticut  Essential  Services  Program 

The  Essential  Services  Program  in  Connecticut  is  similar  to  Wisconsin's 
Supportive  Home  Care  in  that  it  is  an  umbrella  program  for  in-home  services  to 
functionally  impaired  individuals,  and  that  it  allows  family  members  to  be  paid 
providers.    Administered  by  the  Department  of  Human  Resources,  the  Essential 
Services  Program  currently  serves  a  caseload  of  just  over  2,000.  Family 
members  can  receive  payments  up  to  $300  per  month  for  providing  care. 

This  study  was  unable  to  collect  much  information  about  the  Essential 
Services  Program.    Program  officials  in  Connecticut  interviewed  for  the  study 
did  state  that  family  providers  were  preferred  over  agency  providers  since  they 
are  less  costly  and  because  they  provide  better  quality  care. 

3.7  North  Dakota  Family  Home  Care  Program 

In  1983,  North  Dakota  enacted  State  Law  1314,  which  directed  the  North 
Dakota  Department  of  Human  Services  to  make  cash  payments  for  elderly  and 
disabled  persons  who  are  cared  for  by  family  members.     Entitled  Family  Home 
Care,  the  program  was  implemented  on  October  1,  1983. 

Eligibility  for  Family  Home  Care  is  limited  to  impaired  elderly  and 
disabled  persons  who  meet  Medicaid  eligibility  requirements  and  additional 
program  financial  criteria.     Basically,  the  State  will  pay  the  difference 
between  a  "Service  Payment"  level  and  the  client's  recipient  liability. 
Recipient  liability  is  in  turn  determined  by  deducting  a  $265  monthly  room, 
board  and  personal  needs  allowance  (plus  additional  disregards)  from  total 
client  monthly  income  (North  Dakota  Department  of  Human  Services,  1984). 
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An  eligible  provider  must  be  a  parent,  step-parent,  spouse,  adult  child  or 
adult  step-child  of  the  client  over  age  eighteen  who  resides  with  the  client  in 
either  the  provider's  home  or  the  client's  home.     Payment  may  be  made  directly 
to  the  client  or  to  the  provider.     Program  regulations  require  that  if  payments 
made  to  the  client  will  cause  a  reduction  in  the  client's  benefits  from  either 
SSI  or  Medicaid,  then  payment  is  to  be  made  directly  to  the  provider. 

There  are  two  categories  of  service  payment.     Payment  for  "Moderate  Care" 
is  set  at  a  maximum  of  $250,  and  is  made  to  clients  who  need  assistance  in 
performing  some  activities  of  daily  living.     Payment  for  "Maximum  Care"  can  be 
up  to  $375  per  month  and  is  restricted  to  clients  who  need  total  help  in 
performing  most  activities  of  daily  living.     As  of  November  1984,  there  were  88 
clients  receiving  payments  under  the  Family  Home  Care  program,  ranging  between 
$100  and  $375  monthly,  and  averaging  $225. 

Family  Home  Care  regulations  deal  with  substitution  effects  in  two  ways. 
First,  regulations  require  that  the  "provider  must  request  financial  assistance 
in  order  to  receive  reimbursement  for  services."    In  other  words,  the 
Department  of  Human  Services  is  restricted  from  searching  out  family  care 
providers  and  offering  financial  assistance  without  specific  requests  from 
family  providers.     Second,  regulations  require  that  "county  staff  shall  explore 
available  resources  for  needed  services  through  families,  friends,  and 
volunteers  and  should  not  replace  the  available  natural  helping  network." 

At  the  time  of  this  writing,  the  Department  of  Human  Services  was 
considering  program  modifications  which  would:  a)  expand  the  definition  of 
eligible  family  members  to  include  grandparents,  grandchildren,  and  siblings; 
and  b)  extend  eligibility  to  family  members  who  do  not  live  with  the  client, 
but  who  provide  a  significant  amount  of  care. 

3.8    Virginia  Adult  Services  Program 

The  Virginia  Department  of  Social  Services  administers  three  programs  which 
permit  relatives  to  be  paid  for  caring  for  elderly  family  members. 

Companion  and  Chore  Services  are  funded  by  a  combination  of  Social  Services 
Block  Grant  funds,  State  and  local  matching  funds.  Services  are  purchased  from 
individual  providers,  who  are  given  cash  payments  through  local  social  services 
agencies.  Companion  providers  give  assistance  with  activities  of  daily  living, 
routine  housework  and  supervision.  Chore  providers  perform  heavy  housework  and 
home  maintenance  tasks.  Family  members  are  only  eligible  to  receive  payment 
for  chore  services  if  they  do  not  live  with  the  client. 

The  Adult  Family  Care  Program  is  funded  through  State  appropriations  and 
local  matching  funds.    Homes  are  recruited  and  approved  by  local  social  service 
agencies  to  provide  room  and  board,  supervision,  and  special  services  for  up  to 
three  adults  in  need  of  a  protected  living  situation.    The  program  provides 
payments  to  eligible  individuals  to  be  used  to  supplement  their  income  to  pay 
up  to  $375  per  month  to  the  family  care  provider.    Relatives  can  be  approved  as 
providers  if  they  are  also  willing  to  care  for  a  non-related  individual  as 
well . 

The  Department  of  Social  Services  does  not  maintain  information  on  the 
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number  of  providers  in  the  Companion  and  Chore  Services  program  or  the  Adult 
Family  Care  program  that  are  relatives  of  clients.     Total  FY  1983-84 
expenditures  in  payments  for  Companion  and  Chore  Services  was  $4.75  million. 
The  average  payment  for  Companion  Services  was  $145  per  month,  and  for  Chore 
Services  $43  per  month.     Providers  of  Companion  Services  were  paid  an  average 
of  $2.60  per  hour  and  Chore  providers  an  average  of  $3.35  per  hour. 

Local  social  services  agencies  exercise  a  great  deal  of  discretion  in 
determining  who  is  eligible  to  receive  Adult  Companion  Services,  within  broad 
financial  eligibility  guidelines.     Local  agencies  generally  use  their  own  needs 
assessment  procedures  and  have  their  own  policies  for  linking  payment  levels 
with  impairment  levels.     In  assessing  the  availability  of  informal  care 
providers,  the  State  program  manual  indicates  only  that  payment  to  individual 
providers  is  only  to  be  made  when  "services  are  not  already  available  without 
cost." 


3.9    Maine  Home  Based  Care  Program 

The  Maine  Home  Based  Care  Program  was  enacted  in  October  1981  and 
implemented  early  in  1982.     Funded  entirely  by  State  revenues,  the  program  was 
designed  as  a  "gap-filling"  program  for  persons  at  risk  of 
institutionalization.    As  a  State-funded  program,  there  is  flexibility  to 
provide  whatever  services  people  need,  including  payment  of  family  members  as 
long-term  care  providers. 

The  Home  Based  Care  Program  is  administered  by  the  Bureau  of  Maine's 
Elderly,  and  funds  for  elderly  clients  are  funnelled  through  Maine's  network  of 
Area  Agencies  on  Aging  (AAAs).    Program  clients  must  be  at  risk  of  being  placed 
in  a  nursing  home  or  boarding  home  and  have  insufficient  Income  or  other 
support  from  public  services,  family  members,  or  neighbors.     Seventy  percent  of 
all  elderly  Home  Based  Care  clients  meet  SNF  or  ICF  level  of  care  requirements, 
while  30%  meet  criteria  for  boarding  home  entry.     During  its  initial  start-up 
phase,  the  program  was  funded  at  $1.8  million  for  FYs  1982  and  1983.  This 
funding  level  was  increased  to  $4.7  million  for  FYs  1984  and  1985. 

Through  April  1984,  approximately  11%  of  direct  service  costs  were  used  to 
pay  family  members  as  long-term  care  providers — a  total  of  $221,365.    There  are 
no  formalized  criteria  for  paying  family  members.     The  State  perceives  the 
program  as  an  additional  income  supplement  to  families  who  could  otherwise  not 
afford  to  maintain  the  recipient  outside  an  institution.     It  is  not  perceived 
as  reimbursement  for  services  provided  by  family  members.    The  payment  of 
family  members  is  the  only  use  of  program  funds  which  requires  central  approval 
from  the  State  on  a  case-by-case  basis.     Program  officials  feel  this 
requirement  has  prevented  abuses  of  this  benefit,  and  has  served  as  a  back-up 
for  case  managers  when  they  receive  inappropriate  requests  for  family  payment. 
In  the  first-  two  years  of  the  program,  family  payments  ranged  from  $25  to  $175 
per  week,  with  $100  per  week  as  the  median  payment. 

The  Bureau  has  established  special  procedures  for  monitoring  cases  where  a 
family  member  is  the  selected  provider.    Quality  of  care  monitoring  is 
conducted  by  AAA  case  workers  who  visit  each  family  monthly,  through  case 
reviews  by  Regional  quality  assurance  committees,  and  by  site  visits  with  case 
managers  by  a  Registered  Nurse  qualified  in  long-term  care  from  the  Bureau  of 
Maine's  Elderly. 
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Maine  program  officials  were  pleased  with  the  progress  of  the  program  to 
date  and  contemplated  no  major  changes.    The  largest  concerns  were  ensuring 
that  family  caretakers  were  the  most  appropriate  providers  of  care,  and 
avoiding  cases  of  inappropriate  payment.     Only  one  request  for  inappropriate 
payment  had  been  made,  and  rejected,  through  July  1985. 

3.10    Maryland  Family  Support  Demonstration  Project 

In  October  1979,  the  Maryland  State  Office  on  Aging  initiated  a  small 
demonstration  project  to  provide  financial  assistance  to  low-income  families 
caring  for  impaired  elderly  kin.      In  order  to  participate,  recipients  and 

caregivers  had  to  meet  the  following  conditions: 


Recipients  had  to  be  at  least  65  years  of  age,  and  caregivers  a  minimum  of 
18  years. 


•    The  recipient  had  to  have  a  disability  which  affected  functional  status. 

9    The  recipient  had  to  be  related  to  the  caregiver,  other  than  a  spouse. 

©    The  income  of  the  recipient  could  not  exceed  $6,358  per  year. 

Over  the  three  years  of  the  demonstration  project,  101  families  received 
cash  payments  averaging  $152  per  month.    The  Maryland  Family  Support 
Demonstration  project  used  an  experimental  design  for  the  first  year  of  the 
demonstration,  collecting  follow-up  data  on  40  recipients  of  financial 
assistance  and  40  controls  [Maryland  Office  on  Aging,  1981].    Although  one-year 
follow-up  data  showed  that  the  demonstration  project  was  serving  an  extremely 
Impaired  population,  there  was  no  significant  difference  in 
institutionalization  rates  between  the  experimental  group  and  controls. 
However,  there  were  only  11  deaths  in  the  experimental  group,  compared  to  17  in 
the  control  group,  a  statistically  significant  difference. 

The  primary  purpose  of  the  demonstration  project  was  to  determine  the  costs 
to  families  of  caring  for  their  impaired  elderly  kin.    At  the  end  of  the 
demonstration,  the  program  was  integrated  into  a  new  pilot  program  called 
Project  Gateway,  which  replicated  the  design  of  the  National  Long-Term  Care 
Channelling  Demonstration  project*     In  Project  Gateway,  participating  counties 
are  being  required  to  set  aside  a  portion  of  their  funding  for  family  support 
activities.    A  few  counties  have  chosen  to  use  these  earmarked  funds  to  provide 
cash  payments  to  participating  families.    The  county  with  the  highest  number  of 
families  receiving  cash  grants  is  located  in  a  rural  part  of  the  State. 


3.11     States  Paying  Family  Members  Under  the  Section  2176  Medicaid  Waiver 

Under  Section  2176  of  the  Omnibus  Budget  Reconciliation  Act  of  1981,  States 
may  apply  for  Medicaid  waivers  to  finance  non-medical  home  and  community-based 
services  (HCBS)  to  persons  at  risk  of  nursing  home  placement  and  who  would  be 
eligible  for  Medicaid  if  institutionalized.     States  also  have  the  flexibility 
to  offer  the  usual  optional  Medicaid  services  using  different  service 
definitions,  or  altering  the  amount,  duration  and  scope  of  the  services  from 
the  regular  State  Medicaid  plan.     Consequently,  States  may  pay  family  members 
as  providers  of  personal  care  services  under  the  waiver,  under  the  following 
conditions : 
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•  States  cannot  pay  spouses  or  parents  or  minor  children  as  providers  of 
waiver  services; 

•  Family  providers  are  subject  to  the  same  health  and  safety  provisions  as 
other  Medicaid  providers; 

•  Payments  to  family  members  under  the  waiver  must  be  strictly  tied  to  a 
system  of  reimbursement  for  services  rendered  to  the  waiver  recipient; 
payments  car  not  be  used  as  income  supplements. 

•  Payments  to  family  members  are  restricted  to  situations  where  it  is  the 
only  practical  method  for  contracting  for  waiver  services. 

Three  States — Minnesota,  Oregon  and  Kansas — have  used  the  flexibility  of  the 
Section  2176  Waiver  Program  to  reimburse  family  caregivers  as  long-term  care 
providers  under  Medicaid. 

3.11.1  Minnesota  Section  2176  Waiver  Program 

In  Minnesota,  payment  of  family  members  under  the  Section  2176  waiver  is 
only  permissible  if  the  family  has  experienced  a  financial  hardship  as  a  result 
of  their  caregiving  efforts.    One  example  is  if  an  adult  daughter  has  stopped 
working  in  order  to  care  for  her  elderly  mother  or  father.    Another  is  if  a 
family  is  incurring  substantial  out-of-pocket  expenses  for  medical  supplies  or 
services  not  covered  by  insurance. 

Program  officials  stated  that  payment  of  family  members  was  generally  the 
"last  service  option"  in  developing  care  plans  for  Section  2176  Waiver  Program 
clients.    Agency-provided  care  is  preferred  since  there  are  formal  mechanisms 
for  ensuring  the  quality  of  care  provided,  and  because  program  officials  are 
nervous  about  potential  liability  in  selecting  family  providers.  Family 
members  must  have  the  prior  approval  of  a  nurse  supervisor  and  the  State's 
waiver  coordinator  before  being  selected  as  care  providers  in  the  waiver 
program  and  meet  other  Medicaid  regulations  for  personal  care  providers, 
including  being  supervised  by  a  nurse. 

Payments  to  family  providers  can  range  up  to  the  cost  cap  established  for 
all  2176  waiver  program  clients  which,  for  some  areas  of  the  State,  would  be 
$1,800  per  month.    Family  careproviders  can  be  paid  on  an  hourly,  weekly,  or 
monthly  basis,  as  determined  by  the  county.    As  of  June  1984,  program  officials 
estimated  that  approximately  80  of  the  850  waiver  program  clients  enrolled  at 
that  date  were  being  cared  for  by  paid  family  providers. 

3.11.2  Oregon  Section  2176  Medicaid  Waiver  Program 

Oregon  has  one  of  the  largest  Section  2176  waiver  programs,  having  served 
at  least  7,000  in  its  waiver  program  through  June  of  1984.     Like  California's 
IHSS  program  and  Wisconsin's  SHC  program,  Oregon  has  adopted  the  policy  that 
clients  should  be  allowed  to  choose  their  own  provider  of  community-based 
services.     Of  approximately  3,000  waiver  clients  receiving  in-home  services 
under  the  waiver,  about  75%  are  "client-employed"  providers.     These  providers 
may  be  relatives,  friends,  neighbors,  individual  homemakers,  or  home  health 
aides.    Approximately  208  clients  were  receiving  in-home  care  from  providers 
living  in  the  same  household,  and  approximately  18%  of  these  live-in  providers 
are  relatives  (Massachusetts  Department  of  Elderly  Affairs,  1984).  However, 
live-in  relative  providers  can  only  be  paid  for  a  maximum  of  40  hours  per  week. 
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Like  other  States,  Oregon  has  also  had  some  difficulty  with  employee 
benefit  requirements  for  individual  care  providers.     No  client-employed 
providers  are  covered  by  worker's  compensation.     The  State  does  pay  the 
employer's  share  of  FICA  and  withholds  the  employee's  share.     However,  Federal 
and  State  income  taxes  are  not  withheld,  and  unemployment  compensation  is  not 
provided. 

3.11.3    Kansas  2176  Medicaid  Waiver  Program 

Family  caregivers  are  also  eligible  as  paid  providers  under  the  Kansas  2176 
Home  and  Community  Based  Waiver  Program.    All  family  members  are  eligible 
except  for  spouses;  however,  spouses  may  be  approved  at  the  discretion  of  the 
Secretary  of  the  Department  of  Social  and  Rehabilitation  Services.    All  family 
caregivers  must  either  undergo  a  training  program  or  show  documentation  of 
their  qualifications  as  providers  of  long-terra  care  services.  Program 
officials  in  Kansas  stated  their  belief  that  family  members  sometimes  provide 
better  quality  service  than  agency  providers. 

As  in  Minnesota,  family  members  in  Kansas  can  be  paid  up  to  the  service 
cost  limit  established  for  all  waiver  program  clients,  $530  per  month.  The 
payment  rate  is  negotiated  between  the  case  management  team  and  the  family 
provider,  but  can  be  no  less  than  minimum  wage.    Program  officials  could  not 
provide  an  estimate  of  what  proportion  of  the  approximately  555  waiver  program 
clients  enrolled  as  of  June  1984  were  being  provided  care  by  paid  family 
members. 

An  internal  evaluation  of  the  Kansas  Section  2176  Medicaid  Waiver  Program 
concluded  that  substitution  effects  were  occurring  to  some  extent  in  the 
program.    Analysts  from  the  Office  of  Analysis,  Planning  and  Evaluation  of  the 
Kansas  Department  of  Social  and  Rehabilitation  Services  interviewed  case 
workers,  clients  and  providers  participating  in  the  waiver  program,  and  from 
these  interviews,  estimated  that  approximately  20%  of  the  interviewed  elderly 
and  disabled  clients  would  not  have  been  placed  in  a  nursing  home  in  the 
absence  of  the  program.    The  sample  of  30  clients  was  not  large  enough  to  yield 
statistically  significant  findings,  however.     The  conclusions  reached  in  regard 
to  the  interviewed  clients  could  therefore  not  be  generalized  to  the  entire 
waiver  population  in  Kansas.     The  evaluation  report  states: 

"Most  of  the  clients  comprising  this  20  percent  were  clients  whose  HCBS 
providers  were  family  members,  and  the  family  members  told  the  analysts 
they  had  cared  for  the  client  before  the  money  from  the  HCBS  program  was 
available,  and  would  have  continued  to  provide  the  services  even  if  those 
funds  had  never  been  made  available.    These  clients  were  not  screened  for 
HCBS  eligibility  because  they  were  seeking  admission  to  an  adult  care 
home.     Rather  in  most  cases  they  had  heard  about  HCBS  and  had  contacted  SRS 
to  see  if  they  were  eligible.     When  screening  revealed  the  client  was 
medically  eligible  for  an  adult  care  home,  the  SRS  social  worker  found  the 
client  eligible.     In  these  cases  the  client's  family  was  a  readily 
available  and  reliable  service  provider  and  was  assigned  as  the  non-medical 
attendant."  [Kansas  Department  of  Social  and  Rehabilitation  Services,  1984] 
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The  analysts  then  questioned  the  social  workers  regarding  the  integration 
of  informally  provided  care  with  the  availability  of  formally  provided  services 
through  the  HCBS  waiver  program.    The  report  states: 

"[Sjome  social  workers  told  the  analysts  they  were  unsure  what  to  do  when 
family  members  were  already  providing  all  the  clients'  needs.     In  other 
cases  social  workers  said  they  felt  it  was  their  responsibility  to  assign 
HCBS  services  to  these  clients  because  they  were  not  certain  the  families 
would  continue  to  provide  adequate  services  without  being  in  the  HCBS 
program. " 

The  report  recommended  changes  to  reduce  the  potential  for  substitution 
effects  in  the  program.     First,  it  recommended  that  social  workers  receive 
better  training  to  identify  client  needs  that  were  not  being  provided  by  family 
members.     It  said  social  workers  should  be  instructed  not  to  assign  HCBS 
services  when  those  services  were  already  being  adequately  provided.  Second, 
in  cases  where  the  family  was  meeting  all  the  client's  needs,  it  recommended 
that  social  workers  only  provide  case  management  support  to  family  providers. 
Third,  the  report  recommended  that  HCBS  services  for  clients  with  available  and 
adequate  family  providers  be  limited  to  respite  care  services,  to  prevent  the 
need  for  HCBS  services  in  the  future. 

Program  officials  stated  that  in  response  to  the  evaluation's 
recommendations,  activities  were  underway  to  limit  potential  substitution 
effects  In  the  -waiver  program.     First,  the  formal  screening  instrument  for 
level  of  care  assessments  was  revised  to  help  social  workers  identify  existing 
informal  supports.     Second,  field  staff  in  Kansas  were  being  trained  to  help 
social  workers  determine  when  existing  informal  supports  negated  the  need  for 
HCBS,  and  when  respite  care  was  appropriate  as  a  preventive  measure. 

3.12  Discussion 

In  their  efforts  to  meet  the  growing  demand  for  long-term  care  services,  it 
appears  that  an  Increasing  number  of  States  are  utilizing  the  option  of  paying 
family  members  as  long-term  care  providers  with  public  funds .    Many  State 
programs  described  in  this  chapter  have  been  initiated  only  in  the  last  few 
years;  however,  support  for  paying  family  members  appears  to  be  growing.  Some 
reasons  cited  by  States  in  support  of  paying  family  members  include: 

•    Consumer  Choice.     In  several  States,  such  as  California  and  Wisconsin,  the 
payment  of  family  members  emanated  from  a  fundamental  premise  that  the 
"consumers"  should  have  substantial  input  into  the  long-term  care  delivery 
system,  including  the  selection  of  their  own  care  providers.     In  these 
States,  the  eligibility  of  family  members  as  paid  providers  was  part  of  an 
overall  programmatic  design  in  which  recipients  could  select  and  pay 
individual  providers  of  their  own  choosing,  rather  than  being  "assigned"  a 
provider  selected  by  the  State.    This  programmatic  orientation  toward  the 
consumer  is  intended  to  increase  consumer  satisfaction  with  public 
services  as  well  as  increase  the  responsiveness  of  public  service  agencies 
to  the  needs  of  clients. 
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0    Flexibility.     Several  States  thought  paying  family  members  as  care 

providers  added  flexibility  to  the  long-term  care  delivery  system.  Paying 
family  members  was  sometimes  seen  as  having  a  "gap-filling"  function, 
which  allowed  family  members  to  purchase  services  or  supplies  which  were 
not  available  directly  from  public  agencies.     In  several  States,  payments 
to  family  members  were  initiated  as  a  means  to  provide  long-term  care 
services  to  persons  residing  in  remote  areas,  who  had  no  access  to 
agency-provided  services. 

©    Cost-ef f ectiveness.     States  claimed  that  paying  family  members  as 

long-term  care  providers  was  a  more  efficient  use  of  public  resources  than 
other  delivery  mechanisms.     Family  providers  were  considered  less  costly 
providers  in  that:     1)  they  often  accepted  lower  wages  than  non-relative 
providers,  since  they  had  non-pecuniary  motivations  for  providing  care; 
and  2)  they  incurred  lower  overhead  costs  than  non-relative  providers, 
particularly  agency-associated  providers.     Consequently,  the  argument  was 
made  that  the  public  "gets  a  better  buy  for  its  tax  dollar"  by  paying 
family  members. 

•    Better  quality  care.     Some  State  officials  claimed  that  family  members 
provided  better  quality  care  than  non-relative  providers,  who  have  no 
emotional  attachments  to  the  carereceiver .    Some  stated  that  there  was 
less  turnover  among  family  providers  than  non-relative  providers. 

®    Reinforcement  of  informal  care.     It  was  sometimes  argued  that  the  major 
h  nefi'f     r  ;  ■;-    ■■■  v,L, £:   :     ia  providing  some  formal 

acknowledgement  by  the  public  sector  of  informal  caregivers.  This 
argument  proposes  that  it  is  not  the  actual  dollar  value  of  the  financial 
incentive  which  motivates  family  caregivers,  but  simply  the  positive 
reinforcement  of  receiving  some  financial  remuneration  for  their 
caregiving  efforts.     From  this  perspective,  paying  family  members  is  a 
strategy  for  sustaining  the  informal  caregiving  network,  not  a  method  for 
"purchasing"  long-term  care  services. 

By  far  the  most  powerful  argument  against  paying  family  members  revolves 
around  the  issue  of  substitution  effects  (Urban  Systems,  1982)— that  is, 
whether  in  paying  family  members  the  public  is  simply  paying  for  services  that 
would  have  been  provided  in  any  case  without  incentives.    While  State  officials 
interviewed  for  this  study  all  recognized  that  substitution  effects  were  an 
important  issue,  no  State  had  a  clearly  spelled-out  policy  for  minimizing 
substitution  effects  while  allowing  family  members  to  be  eligible  paid 
providers  in  certain  circumstances. 

Nevertheless,  States  employed  a  variety  of  methods  for  reducing  the 
likelihood  of  substitution  effects,  and  it  is  useful  to  review  the  methods 
which  States  have  used.      One  observation  is  that  if  there  are  no  policy 
guidelines  for  paying  family  members,  then  problems  are  likely  to  occur.  In 
California,  Wisconsin  and  Kansas,  the  absence  of  formal  guidelines  for  payment 
of  family  members  resulted  in  confusion  among  case  workers  and  diverse 
practices  at  the  local  level,  and  eventually  led  to  programmatic  reforms  to 
establish  more  uniform  policies.     Some  of  the  guidelines  which  States  have 
established  include: 
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•  Limiting  eligible  family  providers.    The  most  frequently  employed  option 
was  to  exclude  payments  to  spouses,  on  the  presumption  that  spouses  are 
legally  responsible  for  providing  care  in  any  case.  Three 

States — Michigan,  Maryland,  and  Kansas — excluded  spouses  as  eligible 
providers.    A  counter  argument  is  that  allowing  spouses  to  be  paid 
providers  probably  has  only  limited  cost  impacts,  since  few  long-term  care 
recipients  have  able  and  available  spouses,  and  because  research  suggests 
that  spouses  are  the  least  likely  to  seek  out  public  assistance  with  their 
informal  caregiving  responsibilities. 

Michigan  also  excluded  parents  of  children  over  18  as  eligible  providers, 
although  this  decision  was  directed  by  Federal  Medicaid  policy.  North 
Dakota's  Family  Care  program  initially  allowed  payments  only  to  members  of 
the  recipient's  immediate  family  (i.e,  spouse,  parent,  or  adult  child), 
although  the  legislature  is  presently  considering  expanding  eligibility  to 
other  family  members  (e.g.,  siblings,  grandparents,  and  grandchildren). 

•  Limiting  eligibility  by  household  status.    Three  States — Florida,  North 
Dakota,  and  Maryland- — only  provided  payment  to  family  members  who  lived  in 
the  same  household  as  the  carereceiver .    This  policy  may  serve  as  an 
incentive  to  families  to  take  elderly  kin  into  their  household,  although 
the  evaluation  of  Florida's  Home  Care  for  the  Elderly  program  found  that 
in  the  majority  of  cases,  the  carereceiver  and  caregiver  had  been  living 
together  for  some  time  prior  to  program  enrollment.    This  policy  also 
serves  a  targeting  function,  since  it  would  serve  to  exclude  recipients 
who  require  less  than  24-hour  care  and  supervision. 

On  the  other  hand,  some  States  reduced  payments  to  family  members  living 
in  the  same  household  as  the  carereceiver.    The  most  common  policy  was  to 
not  pay  family  members  living  in  the  same  household  for  work  that  would 
have  been  done  anyway  if  the  carereceiver  were  not  a  household  member, 
such  as  housekeeping,  chore  and  meal  preparation  services.     In  Oregon, 
family  members  living  with  recipients  could  not  be  paid  for  more  than  40 
hours  per  week. 

•  limiting  eligibility  based  on  the  income  status  of  the  family.     In  several 
States,  not  only  did  the  recipient  have  to  meet  financial  eligibility 
criteria;  family  members  had  to  meet  an  income  test  as  well.    Maine's  Home 
Based  Care  program  was  somewhat  unique  in  that  the  payment  of  family 
members  is  not  intended  to  provide  reimbursement  for  services  provided, 
but  to  serve  as  an  income  supplement  for  families  who  could  otherwise  not 
afford  to  maintain  the  care  recipient  outside  an  institution.    Even  in 
programs  which  did  not  require  family  providers  to  meet  financial 
criteria,  program  data  indicate  that  if  the  recipient  was  financially 
eligible,  than  the  provider  household  was  generally  of  low  income  as 
well.     In  Florida's  Home  Care  for  the  Elderly  program,  almost  90%  of  the 
caregivers  had  incomes  below  $10,000  in  1982. 

Perhaps  the  program  with  the  most  restrictive  policy  is  Minnesota's 
Section  2176  waiver  program,  which  requires  family  caregivers  to 
demonstrate  that  their  caregiving  efforts  have  caused  them  financial 
hardship.    This  policy  takes  the  point  of  view  that  family  members  should 
only  be  paid  when  there  are  clear  financial  incentives  to  not  providing 
informal  care. 
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•  Assessment  and  negotiation*    Another  approach  is  to  reduce  substitution 
effects  through  effective  case  management.     Case  managers  can  be  trained 
to  assess  what  services  family  members  are  already  providing  to  the 
recipient,  what  services  are  needed  but  not  presently  being  provided,  and 
what  additional  informal  supports  are  available.     Decisions  about  what 
services  family  members  are  expected  to  provide  at  no  cost,  and  what 
services  they  will  be  paid  for,  are  then  negotiated  on  a  case-by-case 
basis.     Although  this  approach  recognizes  the  idiosyncratic  nature  of  each 
caregiver-recipient  relationship,  it  is  difficult  to  maintain  uniformity 
in  case  manager  judgements  in  all  instances.    This  approach  therefore 
requires  more  extensive  training  and  oversight  by  supervisors  with  greater 
experience  in  making  such  decisions. 

•  Other  approaches.     States  used  a  variety  of  other  mechanisms  to  minimize 
the  potential  for  substitution  effects.     For  example,  several  States 
required  prior  approval  from  the  central  program  office  if  a  family  member 
was  selected  as  the  provider  of  care.     In  Virginia's  Adult  Family  Care 
Program,  relatives  are  only  approved  as  providers  if  they  are  also 
providing  services  to  a  live-in  non-relative  as  well.    Case  workers  in 
North  Dakota  were  told,  only  to  pay  family  members  if  they  requested  it. 

In  Minnesota,  the  payment  of  family  members  was  designated  the  least 
preferable  delivery  method,  and  only  to  be  used  in  cases  where  other 
delivery  options  were  not  available. 

Another  option  which  might  be  given  consideration  is  to  only  pay  family 
members  in  cases  where  the  recipient  requires  assistance  in  basic  activities  of 
daily  living  (bathing,  toileting,  grooming,  dressing,  eating)  as  opposed  to 
instrumental  activities  of  daily  living  (housekeeping,  cooking,  shopping, 
financial  management,  transportation,  and  so  on).     Research  on  informal 
caregiving  shows  that  family  members  are  much  more  likely  to  provide 
instrumental  activities  of  daily  living  (IADL),  whereas  the  formal  care  system 
Is  more  likely  to  provide  basic  ADL  services  (Branch  and  Jette,  1983). 
Providing  reimbursement  to  family  members  only  for  basic  ADL  services  may 
therefore  be  an  effective  method  for  minimizing  substitution  effects. 

This  dichotomy  between  basic  and  instrumental  ADL  services  is  also 
consistent  with  normative  values  of  informal  caregiving.    Most  family  members 
perceive  assisting  their  elderly  kin  with  shopping,  housekeeping, 
transportation,  and  so  on  as  part  of  their  expected  familial  responsibility. 
"Hands  on"  personal  care  services,  however,  are  generally  perceived  as  beyond 
the  traditional  scope  of  responsibility.     Limiting  payments  to  the  provision  of 
basic  ADL  services  would  also  have  a  targeting  effect,  since  persons  in  need  of 
basic  ADL  services  are  at  higher  risk  of  institutionalization  than  persons  who 
have  only  IADL  needs. 

A  problem  in  establishing  policies  to  minimize  substitution  effects  is  the 
difficulty  of  maintaining  program  equity.     Formalized  policies  which  permit  the 
reimbursement  of  family-provided  care  in  some  circumstances  means  that  other 
families,  providing  similar  services,  may  not  be  eligible  for  financial 
remuneration.     Although  such  policies  may  be  justifiable  from  a  programmatic 
perspective,  they  may  be  perceived  as  inequitable  by  those  families  which  are 
excluded,  and  lead  to  political  pressures  to  loosen  eligibility  requirements. 
It  is  noteworthy  that  most  of  the  programs  described  in  this  chapter  are  still 
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in  their  embryonic  stage,  and  have  yet  to  pass  the  test  of  statewide 
implementation.     As  budgets  and  programs  grow,  it  may  become  more  difficult  to 
ensure  adherence  with  formalized  policies  regarding  which  families  should  be 
paid  and  which  should  not.     The  tight  controls  which  several  States  put  on 
payment  of  family  members,  such  as  requiring  prior  approval  at  the  State  level, 
suggest  that  States  are  aware  of  the  dangers  of  letting  a  family  payment 
benefit  get  out  of  control. 

A  particularly  thorny  issue  in  the  payment  of  family  providers  is  the  issue 
of  benefits.     It  creates  a  Catch-22  situation.     Paying  family  members  as 
providers  is  considered  an  attractive  policy  option  partly  because  it  is  a  more 
informal,  less  bureaucratic,  more  personal  delivery  method.     However,  the  very 
act  of  paying  family  members  creates  a  formal  employer-employee  relationship, 
subject  to  Federal  and  State  laws  governing  Social  Security  contributions, 
unemployment  compensation,  workmen's  compensation,  and  other  employee-related 
benefits. 

At  the  same  time,  it  is  also  apparent  that  in  some  cases  savings  have  been 
realized  because  public  agencies  have  been  lax  in  their  adherence  to  Federal 
and  State  laws  regarding  employee  benefits  for  care  providers.     This  problem  is 
not  limited  to  cases  in  which  family  members  are  the  selected  care  provider;  it 
is  applicable  to  all  programs  in  which  individual  providers  are  contracted 
either  directly  by  the  client  or  by  a  public  agency. 

In  its  comprehensive  review  of  the  Supportive  Home  Care  program, 
Wisconsin's  Division  of  Community  Services  found  that  counties  were  employing 
highly  diverse  policies  regarding  employee  benefits  for  SHC  providers.  This 
diversity  was  partly  accounted  for  by  the  fact  that  the  designation  of  the 
"employer"  in  the  Supportive  Home  Care  program  was  ambiguous.     Although  the 
county  is  the  ultimate  financing  source,  and  determines  both  the  amount  of 
services  to  be  provided  and  the  rate  of  payment,  the  client  often  is  the  one 
who  actually  pays  the  provider  (from  the  SHC  cash  grant),  and  has  authority  to 
hire  and  fire  the  SHC  provider. 

Wisconsin  found  that  almost  all  counties  either  designated  the  client  as 
the  employer  or  considered  the  SHC  provider  as  a  self-employed  independent 
contractor,  and  thus  not  entitled  to  any  benefits  (Silberberg,  1984).  Counties 
had  a  number  of  incentives  for  not  designating  themselves  as  the  employer, 
including : 

•  The  additional  cost  of  providing  required  benefits  would  reduce  the  amount 
of  resources  available  for  direct  services; 

•  Designation  of  the  county  as  employer  would  increase  the  chances  of  the 
county  being  held  liable  in  the  event  of  injury  (although  most  lawyers  in 
an  injury  suit  would  sue  the  county  anyway  regardless  of  its  own  dubious 
employment  determination); 

•  There  were  political  ramifications  associated  with  increasing  the  number 
of  county  employees;  and 

•  Counties  did  not  want  SHC  providers  to  be  subject  to  other  constraints  of 
being  county  employees,  such  as  possible  hiring  freezes,  the  possibility 
of  unionization,  or  inclusion  of  SHC  providers  in  existing  labor  contracts 
with  other  county  employees. 
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In  cases  where  SHC  providers  had  contested  these  designations  with 
administrative  agencies  and  in  the  courts,  judgements  had  almost  always  ruled 
that  the  county  was,  in  fact,  the  true  employer,  and  therefore  responsible  for 
all  benefits  due  the  provider.     Although  counties  often  ceded  certain 
employer-related  responsibilities  to  clients,  the  fact  that  counties  had 
ultimate  control  over  the  client  and  the  provider  was  weighed  more  heavily  in 
determining  employment  status.     The  Division  of  Community  Services  subsequently 
revised  the  Supportive  Home  Care  manual  clarifying  the  county's 
responsibilities  as  SHC  employers. 

California's  In-Home  Supportive  Services  program,  on  the  other  hand,  does 
pay  for  benefits  for  most  providers,  as  shown  in  Exhibit  3-9.  Unlike 
recipients  in  the  Wisconsin  Supportive  Home  Care  program,  only  4%  of  IHSS 
recipients  receive  an  advance  cash  grant.     In  the  remaining  cases,  the  county 
pays  the  IHSS  provider  directly.     Despite  this  fact,  the  IHSS  manual  still 
considers  the  recipient  as  the  official  employer  of  the  provider,  although  the 
State  has  been  sued  on  this  issue  (with  regard  to  whether  the  provider  falls 
under  Federal  minimum  wage  laws),  and  judgements  have  been  rendered  that  the 
State  and  the  recipient  are  "co-employers." 


Exhibit  3-9 

Proportion  of  IHSS  Providers  Receiving  Benefits 
(Total  number  of  providers  =  96,850) 


Benefit  Number  Percent 

FICA  90,007  92.9% 

Workers  Compensation  66,758  68.9% 

Unemployment  Insurance  52,440  54.1% 

Other  23,499  24.3% 

Unknown  2,818  2.9% 


Source:     California  Department  of  Social  Services,  1984. 


Although  the  majority  of  IHSS  providers  receive  some  benefits,  benefit 
costs  for  Individual  IHSS  providers  (who  comprise  82%  of  all  providers)  are 
still  much  lower  than  for  agency-contracted  providers  or  for  county  providers. 
IHSS  program  officials  estimated  that  benefits  comprised  only  9%  of  all 
expenditures  for  individual  providers.     In  contrast,  benefits  comprised  between 
12%  and  22%  of  costs  for  agency-contracted  providers,  and  about  25%  of  costs 
for  county-provided  services.    The  reasons  why  benefits  for  individual 
providers  are  less  are:   1)  no  benefits  are  paid  when  the  provider  is  a  spouse 
or  parent;  and  2)  individual  providers  are  less  likely  to  qualify  for  benefits 
since  they  have  shorter  work  periods  than  agency  or  county  providers.  For 
example,  in  order  to  be  eligible  for  unemployment  compensation  under  Federal 
Unemployment  Tax  Act  (FUTA),  an  IHSS  provider  in  1984  would  have  had  to  average 
$72.01  in  wages  per  week  for  a  period  of  18  weeks.    According  to  IHSS  survey 
data,  68%  of  all  IHSS  providers  (regardless  of  type)  earn  less  than  this 
amount . 
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States  have  also  had  to  address  the  issue  of  how  to  monitor  family-provided 
care.     While  most  State  officials  felt  that  family  members,  overall,  provided 
better  quality  care  than  non-relative  providers,  some  felt  that  there  was  also 
greater  potential  for  abuse  and  neglect  when  family  members  were  the  selected 
provider.     Some  felt  that  clients  are  less  willing  to  report  negligent  or 
abusive  care  if  the  provider  was  a  family  member.     Family-provided  care  is  also 
less  amenable  to  the  traditional  mechanisms  used  to  monitor  service  quality 
(e.g.,  licensing  requirements  for  agency  providers,  formal  supervision  of 
providers,  etc.).     In  any  case,  States  have  had  to  establish  new  monitoring 
systems  for  family  providers. 

Perhaps  the  most  important  finding  of  this  review  of  State  programs, 
however,  is  that  the  eligibility  of  family  members  as  Medicaid  providers  is 
somewhat  ambiguous.     If  Michigan's  interpretation  of  the  restriction  on  family 
providers  as  personal  care  providers  is  valid,  i.e.,  that  the  restriction 
applies  only  to  legally  responsible  relatives  (spouses  and  parents  of  minor 
children),  then  one  could  conclude  that  current  Medicaid  policy  is  that  the 
payment  of  family  members  is  a  State  option.     In  conversations  with  State 
officials,  it  was  apparent  that  most  States  were  not  aware  of  Michigan's 
interpretation  of  the  restriction,  and  believed  that  Medicaid's  restriction  on 
family  members  as  paid  providers  was  broadly  defined.     It  is  unclear  how  many 
States  would  take  advantage  of  the  option  to  pay  family  members  as  Medicaid 
providers  if  they  were  aware  of  Michigan's  more  liberal  interpretation  of  the 
restriction.    The  use  of  family  members  as  paid  providers  under  the  Section 
2176  Medicaid  waiver  program  may  provide  some  indication  of  how  interested 
States  are  in  this  policy  option.    Given  the  growing  number  of  States  which 
have  initiated  programs  which  permit  payment  of  family  members  under  certain 
circumstances,  we  anticipate  that  HCFA  will  have  to  address  this  policy  option, 
both  within  the  context  of  the  Section  2176  waiver  and  within  the  regular 
Medicaid  program. 
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Chapter  4 


TAX  INCENTIVES  FOR  INFORMAL  CAREGIVERS 


An  alternative  to  paying  family  members  directly  for  long-term  care 
services  is  to  provide  financial  incentives  for  family  care  through  the  Federal 
income  tax  system.    Despite  the  movement  toward  simplification  of  the  Internal 
Revenue  Code,  there  appears  to  be  growing  sentiment  in  Congress  for  a  tax 
expenditure  program  to  support  informal  caregivers. 

This  chapter  discusses  the  advantages  and  disadvantages  of  using  the 
Federal  income  tax  structure  as  a  mechanism  for  providing  subsidies  to  informal 
caregivers.    The  most  extensive  discussion  is  devoted  to  options  for  targeting 
a  Federal  tax  expenditure  program.    A  primary  issue  in  evaluating  the  merit  of 
tax  incentives  is  whether  they  can  be  effectively  targeted  to  increase  the 
level  of  family  caregiving  provided  to  the  frail  and  dependent  elderly.  Unless 
targeting  mechanisms  are  incorporated  into  a  Federal  tax  expenditure  program, 
the  costs  of  the  program  could  be  substantial,  and  its  impacts  on  increasing 
the  supply  of  family  care  uncertain. 

Tax  incentives  are  attractive  to  long-term  care  policymakers  for  the 
following  reasons: 

•  Tax  incentives  support  informal  caregiving.    Many  policymakers  would 
prefer  to  see  increased  Federal  resources  for  long-term  care  targeted  to 
the  informal  care  system,  rather  than  to  the  formal  care  system. 
Increased  expenditures  for  formally  provided  services  are  often  associated 
with  an  expansion  of  the  role  of  government  in  the  long-term  care  delivery 
system. 

•  The  tax  system  is  accessible  to  all.     Tax  incentives  are  an  equitable 
approach  to  distributing  public  resources.     In  a  direct  service  system, 
access  to  services  can  depend  upon  locational  factors,  information  flow, 
referral  practices,  and  so  on. 

•  Tax  incentives  increase  consumer  choice.     Tax  incentives  permit  the 
elderly  and  their  families  to  decide  how  resources  are  best  utilized. 
Resources  may  be  used  to  subsidize  care  provided  by  family  members 
themselves,  services  purchased  by  family  members,  to  purchase  medical 
supplies  or  drugs,  or  to  help  pay  for  special  equipment  needed  to  maintain 
an  elderly  person  in  the  household. 

•  Tax  incentives  are  relatively  simple  to  administer.     Tax  incentives 
require  relatively  little  new  program  development.    Monitoring  is 
conducted  through  the  existing  IRS  audit  structure.     The  administrative 
cost  of  distributing  resources  is  minimal,  increasing  program  efficiency. 
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•  Most  tax  Incentive  proposals  have  a  cost-sharing  component.  Tax 
incentives  provide  partial  subsidies  for  privately  purchased  or  privately 
provided  services.     In  order  to  receive  a  subsidy,  families  have  to  first 
contribute  to  the  care  of  dependent  elderly  kin.     In  direct  service 
programs,  no  such  cost  sharing  is  generally  required.     Thus,  tax 
incentives  are  seen  as  an  effective  method  for  leveraging  privately 
financed  services. 

The  purpose  of  this  chapter  Is  to  provide  a  conceptual  framework  for 
evaluating  Federal  tax  incentives  as  a  long-terra  care  policy  option.  Section 
4.1  provides  a  brief  review  of  the  types  of  tax  subsidy  mechanisms  which  are 
available  in  the  Federal  income  tax  system.     The  primary  subsidy  within  the 
existing  Federal  income  tax  structure  for  encouraging  informal  caregiving,  the 
Child  and  Dependent  Care  Credit,  is  discussed  in  Section  4.2.     Section  4.3 
presents  a  variety  of  strategies  that  could  be  used  to  target  a  Federal  tax 
incentive  program.     In  Section  4,4,  we  describe  four  tax  incentive  programs 
which  have  been  enacted  at  the  State  level:  in  Idaho,  Oregon,  Iowa  and 
Arizona.    The  final  section  reviews  the  advantages  and  disadvantages  of  a 
Federal  tax  incentive  for  informal  caregiving,  and  suggests  some  strategies  for 
targeting  tax  subsidies. 

4.1     Tools  of  Tax  Policy 

There  are  three  basic  tools  in  the  Federal  income  tax  system  for  targeting 
subsidies  to  taxpayer  households: 

•  Exemptions.     Taxpayers  who  live  with  their  elderly  kin  may  currently  claim 
them  as  dependents  if:     1)  the  claimed  dependent  has  income  of  less  $1,000 
for  the  taxable  year;  and  2)  over  half  the  dependent's  support  is 
furnished  by  the  taxpayer.     Few  family  caregivers  now  qualify  for  this 
exemption,  since  most  elderly  kin  have  annual  income  in  excess  of  $1,000. 
Tax  legislation  could  broaden  the  provisions  of  the  dependent  exemption  as 
well  as  increase  the  amount  of  the  exemption  for  dependent  elderly. 

•  Deductions .     Deductions  can  take  two  forms:     1)  adjustments  to  gross 
income;  and  2)  itemized  deductions  from  taxable  income.     Adjustments  to 
gross  income  are  "above  line"  in  that  they  are  available  to  all  taxpayers, 
regardless  of  whether  or  not  they  itemize  deductions.     The  value  of  the 
deduction  depends  upon  the  taxpayer's  marginal  tax  bracket,  somewhere 
between  14  and  50  percent.    When  subsidies  are  provided  through  tax 
deductions,  taxpayers  in  higher  income  brackets  receive  more  subsidy  per 
dollar  deducted  than  taxpayers  in  lower  income  brackets.    An  itemized 
deduction  from  taxable  income  also  varies  in  value  according  to  the 
marginal  tax  rate  of  the  taxpayer,  but  is  not  available  to  taxpayers  who 
take  the  standard  deduction.    A  subsidy  in  the  form  of  an  itemized 
deduction  would  therefore  not  generally  benefit  low  income  households, 
which  usually  do  not  itemize  deductions. 

•  Tax  credits.     Tax  credits  are  also  of  two  types:     1)  non-refundable 
credits;  and  2)  refundable  credits.    A  tax  credit  is  applied  directly 
against  a  taxpayer's  tax  liability.     Tax  credits  have  the  opposite  impact 
of  deductions  in  that  low-income  taxpayers  receive  a  greater  subsidy  than 
high-income  taxpayers.     Tax  credits  can  also  be  structured  to  further 
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enhance  the  progressivity  of  the  subsidy,  as  wilL  be  discussed  in  Section 
4.2.    A  non-refundable  credit  means  simply  that  the  amount  of  the  credit 
cannot  exceed  total  tax  liability,  i.e.,  it  cannot  reduce  a  taxpayer's 
liability  below  zero.     A  refundable  credit  would  provide  a  cash  refund  to 
taxpayers  in  instances  where  the  amount  of  the  credit  exceeded  their  tax 
liability.     Even  taxpayers  who  owed  no  Federal  income  tax  would  be 
eligible  for  a  cash  refund  if  the  credit  was  refundable. 

As  will  be  discussed  in  Section  4.3,  there  are  additional  options  for 
targeting  subsidies  within  each  of  these  three  major  tax  policy  tools,  but  any 
Federal  tax  incentive  program  must  first  decide  which  of  these  three  basic 
tools  to  use  in  providing  tax  subsidies  to  informal  caregivers. 

4.2    The  Child  and  Dependent  Care  Credit 

The  Child  and  Dependent  Care  Credit  has  been  part  of  the  Internal  Revenue 
Code,  in  some  form,  since  1954.     Its  original  intent  was  to  offset  child  care 
expenses  incurred  when  all  taxpayers  in  a  household  were  gainfully  employed. 
Its  primary  objectives  have  been  to  stimulate  growth  in  the  labor  force  by 
encouraging  mothers  to  seek  employment,  and  to  serve  as  a  work  incentive  for 
single  parents. 

Until  1982,  the  credit  could  only  be  applied  to  expenses  for  the  care  of  a 
child  under  15  years  of  age.    Under  the  Economic  Recovery  Tax  Act  of  1981, 
expenditures  for  out-of-home  noninstitutional  care  of  a  disabled  spouse  or 
other  dependent  were  also  made  eligible  for  the  credit.    The  credit  thus  became 
an  incentive  for  family  caregivers  to  care  for  elderly  kin  in  their  own 
household.    The  credit  is  restrictive  in  that  all  the  following  conditions  must 
be  met  for  the  credit  to  be  taken: 

•  The  disabled  spouse  or  elderly  dependent  must  regularly  spend  at  least 
eight  hours  a  day  in  the  taxpayer's  home; 

•  The  dependent  must  be  physically  or  mentally  incapable  of  caring  for  his 
or  her  self; 

•  All  taxpayers  in  the  household  must  be  gainfully  employed.  If  a  married 
couple  is  taking  care  of  a  dependent  parent  in  their  household,  and  only 
one  spouse  works,  then  they  are  ineligible  for  the  credit; 

•  Only  expenses  up  to  a  maximum  of  $2,400  per  dependent  are  eligible  for  the 
credit.    This  is  equal  to  $200  in  dependent  care  expenses  per  month,  or 
approximately  $50  per  week. 

The  Economic  Recovery  Tax  Act  of  1981  also  modified  the  credit  to  make  it 
progressive;  households  with  lower  incomes  can  claim  a  higher  percentage  of 
their  dependent  care  expenses  than  persons  with  higher  incomes  (Exhibit  4-1). 
The  amount  of  the  subsidy  ranges  from  20%  to  30%  of  total  expenses,  up  to  a 
maximum  of  $2,400  in  employment-related  expenses  per  qualifying  individual. 

To  qualify  for  the  credit,  the  elderly  dependent  must  be  physically  or 
mentally  disabled.    Although  no  documentation  of  the  dependent's  disability  is 
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Exhibit  4-1 
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required  of  taxpayers  who  claim  the  credit,  the  guidelines  provided  by  the  IRS 
are  quite  stringent: 

"Physical  or  mental  incapacity  must  be  disabling.     Persons  who  are  not 
able  to  dress,  clean,  or  feed  themselves  because  of  physical  or  mental 
problems  are  not  able  to  care  for  themselves.     Persons  with  mental 
defects  who  require  constant  attention  to  prevent  them  from  injuring 
themselves  or  others  are  considered  not  able  to  care  for  themselves." 
(Internal  Revenue  Service,  1984) 

The  elderly  dependent  must  also  meet  the  test  for  a  household  dependent, 
except  that  they  may  have  gross  income  of  their  own  in  excess  of  $1,000.  The 
dependent  must  meet  the  relationship  test,  and  over  half  the  dependent's 
support  must  have  been  furnished  by  the  taxpayer. 

If  there  are  two  taxpayers  in  the  household,  the  smaller  income  is  used  to 
determine  the  percentage  of  work-related  expenses  which  can  be  claimed.  The 
amount  of  work-related  expenses  which  can  be  claimed  can  also  not  exceed  the 
earned  income  of  the  taxpayer  with  the  lowest  income.     An  example  of  how  the 
Depedent  Care  Tax  Credit  is  calculated  is  provided  in  Exhibit  4-2. 

Expenses  claimed  under  the  Dependent  Care  Credit  cannot  also  be  deducted  as 
medical  expenses,  even  though  they  may  qualify  as  legitimate  medical  expenses. 
However,  if  a  taxpayer  has  expenses  for  dependent  care  in  excess  of  the  $2,400 
maximum,  the  excess  amount  may  be  deducted  as  a  medical  expense  (in  the  example 
below,  this  would  be  $600). 
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Exhibit  4-2 
Calculating  the  Dependent  Care  Tax  Credit 


Mr.  and  Mrs.  Parker  took  Mrs.  Parker's  85-year-old  mother  into 
their  home  after  she  fell  and  broke  a  hip  and  could  not  live  in  her 
own  apartment.    Mr.  and  Mrs.  Parker  both  work,  and  drop  Mrs.  Parker's 
mother  off  at  a  licensed  day  care  center  on  their  way  to  work  each 
day.     Their  total  payments  for  the  day  care  center  were  $3,000  for  the 
calendar  year.    Mrs.  Parker's  earned  income  was  $25,000,  and  Mr. 
Parker's  $22,000. 

Under  the  Child  and  Dependent  Care  Credit,  they  are  eligible  for 
a  tax  credit  of  $576.    This  is  determined  by  multiplying  the 
applicable  percentage  of  adjusted  gross  income  to  the  amount  of 
work-related  expenses  eligible  for  the  credit.     In  the  Parkers'  case, 
they  can  claim  only  their  first  $2,400  in  expenses,  which  is  the 
maximum.    The  applicable  percentage  is  24%,  the  appropriate  percentage 
for  Mr.  Parker's  income,  which  is  the  lower  of  the  two  incomes  ($2,400 
x  24%  -  $576). 


The  Dependent  Care  Credit  is  not  refundable.    That  is,  the  amount  of  the 
credit  cannot  exceed  the  total  tax  liability  of  the  taxpayer  (Exhibit  4-3). 

Although  tax  incentives  are  often  supported  as  an  administratively  simple 
way  to  allocate  public  resources,  the  use  of  the  Dependent  Care  Credit  can 
become  quite  complicated  for  taxpayers  who  pay  someone  to  come  into  their  home 
and  care  for  their  elderly  kin  while  they  are  at  work.     In  the  same  publication 
which  explains  the  Child  and  Dependent  Care  Credit,  the  IRS  also  provides 
guidance  on  Employment  Taxes  for  Household  Employers  (Internal  Revenue  Service, 
1984).    The  publication  makes  it  clear  that  if  the  taxpayer  pays  an  individual 
who  is  not  employed  by  an  outside  agency  to  provide  dependent  care,  then  the 
taxpayer  is  responsible  for  paying  both  Social  Security  taxes  (FICA)  and 
Federal  unemployment  taxes  (FUTA)  for  that  person.     Social  Security  taxes  must 
be  paid  for  anyone  paid  $50  or  more  per  calendar  quarter.  Unemployment 
insurance  must  be  paid  for  anyone  paid  more  than  $1,000  per  calendar  quarter. 
FICA  and  FUTA  taxes  paid  by  employers  also  qualify  as  work-related  expenses 
under  the  Dependent  Care  Credit. 

Thus,  a  taxpayer  who  employs  one  or  more  persons  during  a  year  to  come  into 
their  home  and  care  for  an  elderly  dependent  may  be  required  to  complete  the 
following  tax  forms: 

Form  W-2:     Reports  wages  subject  to  Social  Security  for  person  employed. 

Separate  copies  sent  to  each  employee  at  the  end  of  the  year. 

Form  W-3:     Reports  total  wages  subject  to  Social  Security  paid  by  an 
employer  for  the  calendar  year. 
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Exhibit  4-3 

The  Dependent  Care  Credit  is  a  Non-Refundable  Tax  Credit 


Ms.  Johnson  is  a  59-year-old  unmarried  office  assistant  who  lives 
with  her  90-year-old  widowed  father.    Her  father  is  incapable  of 
walking,  dressing,  toileting,  or  preparing  food  without  assistance 
from  another  person.     She  pays  a  retired  neighbor  friend  to  come  to 
the  house  between  10  a.m.  and  1  p.m.  to  help  get  her  father  dressed, 
assist  him  in  getting  to  the  bathroom,  prepare  his  lunch,  and  take  him 
for  a  short  walk  in  the  yard.     Ms.  Johnson  pays  her  neighbor  $50  per 
week  out  of  a  weekly  salary  of  $260.     Her  annual  salary  is  $13,520. 
On  her  Federal  income  tax  return,  she  is  eligible  for  a  credit  of  $672 
against  her  tax  liability  ($2,400  x  28%).     However,  because  her  total 
tax  liability  is  only  $532,  she  cannot  receive  the  amount  of  the 
credit  which  exceeds  her  tax  liability  ($140)  as  a  refund. 


Form  942;     Used  to  pay  quarterly  employer  FICA  taxes. 

Form  940:     Used  to  pay  annual  FUTA  taxes. 

Form  2441 :  Used  to  claim  Child  and  Dependent  Care  Credit. 


Taxpayers  may  also  be  required  to  file  additional  forms  for  State  tax 
purposes.     Thus,  there  are  still  a  variety  of  bureaucratic  barriers  to  the  use 
of  the  Child  and  Dependent  Care  Credit  as  a  vehicle  for  supporting  families 
which  care  for  elderly  kin  in  their  own  household. 

The  annual  estimated  cost  of  the  Child  and  Dependent  Care  Credit  in  1981 
was  $1.3  billion  (Select  Committee  on  Children,  Youth,  and  Families,  1984).  It 
is  unknown  what  proportion  of  these  expenditures  subsidize  dependent  care  for 
the  elderly.     The  Department  of  the  Treasury  estimates  that,  at  most,  10%  of 
this  cost  is  for  dependent  care,  while  the  remaining  90%  is  for  child  care.  It 
is  known  that,  overall,  the  credit  is  not  frequently  used  by  persons  of 
low-income,  despite  its  progressivity.     It  is  estimated  that  only  6%  of  the 
credits  went  to  families  with  incomes  below  $10,000  (Select  Committee  on 
Children,  Youth  and  Families,   1984).     This  is  because  many  of  these  households 
do  not  pay  taxes,  do  not  know  about  the  credit,  or  do  not  understand  how  to  use 
it.     Because  the  credit  is  not  refundable,  many  low-income  households  would  not 
be  able  to  take  the  credit  in  any  case,  since  they  have  no  tax  liability. 

Most  legislation  for  a  Federal  tax  incentive  program  to  subsidize  informal 
caregiving  has  proposed  modifications  of  the  Child  and  Dependent  Care  Credit  to 
expand  the  number  of  households  which  are  eligible  for  the  credit,  and  to 
expand  the  types  of  care  expenses  which  can  be  claimed.     For  example, 
Representative  Corcoran  (R-IL)  submitted  legislation  (H.R.  2361)  proposing  a 
$400  refundable  tax  credit  for  any  household  which  maintained  an  elderly 


82 


relative  65  or  older  for  more  than  six  months  in  a  year.    There  is  no  specific 
dependency  or  expenditure  requirement,  except  that  the  taxpayer  must  provide 
over  half  the  support  of  the  elderly  relative.     This  is  an  example  of  an 
extremely  broad  proposal,  which  could  be  claimed  by  a  large  number  of 
households,  regardless  of  whether  the  elderly  relative  had  long-term  care 
needs . 

Other  legislation  has  proposed  more  modest  modifications  of  existing 
subsidies.     In  March  of  1985,  Senator  Heinz,  Chairman  of  the  Special  Committee 
on  Aging,  sponsored  legislation  (S.  778)  which  would  make  the  following 
modifications  to  the  Dependent  Care  Credit: 

•  The  "work-related"  requirement  would  be  eliminated; 

•  The  qualifying  elderly  relative  would  not  have  to  live  in  the  taxpayer's 
household  in  order  for  the  credit  to  be  claimed; 

•  The  dependency  support  requirement  would  be  dropped  (i.e.  the  taxpayer 
would  not  have  to  furnish  over  half  the  elderly  relative's  financial 
support),  although  the  qualifying  elderly  relative  could  not  have  income 
in  excess  of  $15,000; 

•  The  maximum  amount  of  expenses  which  could  be  claimed  under  the  credit 
would  be  increased  to  $3,500  per  elderly  dependent,  but  could  not  exceed 
$7,000  per  household; 

•  Households  with  incomes  greater  than  $50,000  per  year  would  not  be 
eligible  for  the  credit; 

•  The  qualifying  elderly  relative  would  have  to  be  at  least  75  years  of  age, 
but  need  meet  no  other  condition  of  physical  or  mental  incapacity;  elderly 
persons  under  75  would  qualify  if  they  had  a  diagnosis  of  Alzheimer's 
disease;  and 

•  The  credit  would  be  refundable. 


S.  778  kept  the  same  subsidy  level  as  the  Dependent  Care  Credit  and  the 
same  progressive  tilt  (i.e.  30%  for  households  with  incomes  of  $10,000  or  less, 
down  to  20%  for  households  with  incomes  of  $28,000  or  more). 

Another  Federal  tax  incentive  proposal,  H.R.  644,  has  been  submitted  by 
Representative  Conte  (R-MA),  which  builds  upon  the  same  model  as  S.  778,  but 
with  different  parameters.     The  modifications  of  H.R.  644  are  the  same  as 
contained  in  S.  778,  as  listed  above,  with  the  following  exceptions: 

•  The  age  requirement  would  be  dropped  to  70  years  of  age,  with  the 
exemption  for  Alzheimer's  patients  maintained; 

•  A  disability  requirement  would  be  added;  qualifying  elderly  relatives 
would  have  to  have  a  disabling  condition  as  defined  under  the  Social 
Security  Act  (although  it  is  unclear  how  this  would  be  applied  to  persons 
over  70,  since  the  definition  of  disability  under  the  Social  Security  Act 
addresses  the  ability  to  engage  in  substantial  gainful  activity); 
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•  Payments  for  nursing  home  care  of  Alzheimer's  patients  would  also  be 
eligible  for  the  credit; 

•  The  value  of  the  credit  would  still  range  between  20%  and  30%  of  expenses, 
but  taxpayers  with  incomes  up  to  $25,000  would  be  eligible  for  the  30% 
subsidy,  and  the  20%  subsidy  floor  would  not  be  applied  until  incomes 
reached  $43,001. 

•  The  maximum  amount  of  expenses  which  could  be  claimed  would  increase  to 
$5,000  per  elderly  relative,  up  to  $10,000  per  taxpayer;   thus  the  maximum 
value  of  the  credit  would  be  $1,500  per  elderly  dependent,  as  opposed  to 
$1,050  under  S.  778;  and 

•  The  credit  would  not  be  refundable. 

Although  the  subsidy  and  income  levels  in  the  Conte  bill  are  more  liberal 
than  the  provisions  of  the  Heinz  bill,  the  disability  requirement  of  the  Conte 
bill  is  more  restrictive,  particularly  if  the  qualifying  elderly  relative  would 
have  to  be  certified  by  the  Social  Security  Administration  as  meeting  its 
definition  of  disability  before  the  credit  could  be  taken. 

Other  bills  have  proposed  more  modest  changes  to  the  Dependent  Care  Credit. 
Congresswoman  Snowe  (R-ME)  submitted  H.R.  467  in  January  1985,  simply  proposing 
to  drop  the  "work-related"  requirement  of  the  Dependent  Care  Credit.     She  and 
Senator  Metzenbaum  (D-0H)  have  also  proposed  similar  legislation  specifically 
targeted  to  households  which  maintain  individuals  with  Alzheimer's  disease. 

Of  the  three  basic  tax  policy  tools — exemptions,  deductions,  and 
credits- — it  is  apparent  that  policymakers  believe  that  a  tax  credit  is  the  most 
effective  approach.     Tax  credits  are  more  effective  in  targeting  public 
resources  to  low-income  households.    Given  that  public  Medicaid  expenditures 
for  nursing  home  care  are  primarily  for  poor  and  near-poor  households,  then  it 
makes  sense  that  tax  credits  should  be  similarly  targeted.     In  the  following 
section,  additional  parameters  for  targeting  a  tax  credit  for  informal 
caregivers  are  discussed. 

4.3    Targeting  a  Federal  Tax  Incentive  Program  to  Informal  Caregivers:  Policy 
Options 

There  is  legitimate  concern  about  the  potential  cost  of  a  Federal  tax 
incentive  program  for  informal  caregivers  (GAO,  1982).     As  discussed  in  Chapter 
1,  informal  caregivers  provide  the  vast  majority  of  long-term  care  services, 
and  the  market  value  of  these  services  has  been  estimated  in  the  tens  of 
billions  of  dollars.     The  potential  lost  revenue  from  a  Federal  tax  program  to 
subsidize  family  care,  or  for  services  purchased  by  family  members,  is 
enormous.     Thus,  while  policymakers  are  interested  in  tax  incentives  as  a 
policy  tool  for  encouraging  family  caregiving,  they  are  also  aware  of  the  need 
to  design  a  tax  incentive  program  which  uses  public  resources  to  their  maximum 
benefit.    The  purpose  of  this  section  is  to  discuss  various  program  design 
options  for  targeting  a  Federal  tax  incentive  program,  and  what  impact  each  of 
these  options,  alone  or  in  combination  with  other  targeting  devices,  would  have 
on  the  long-term  care  population  and  their  families,  and  on  public  costs. 
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There  are  four  basic  parameters  along  which  a  Federal  tax  incentive  program 
can  be  targeted  (Nelson,  1982): 

•  Qualifications  attached  to  the  recipient  of  services; 

•  Qualifications  attached  to  the  household  (i.e.,  taxpayer)  providing  the 
service; 

•  The  definition  of  the  services  and  expenses  which  are  eligible  for 
subsidies;  and 

•  The  amount  of  the  subsidy. 

4.3.1    Qualifications  attached  to  the  recipient  of  services 

Targeting  mechanisms  can  be  used  to  direct  subsidies  to  specific  subgroups 
within  the  general  elderly  population.     The  primary  objective,  of  course,  is  to 
target  resources  to  elderly  persons  with  long-term  care  needs.    According  to 
the  1982  Long-Term  Care  survey,  there  were  about  5  million  functionally 
impaired  elderly  persons  living  in  the  community,  about  18.9%  of  the  elderly 
population.    Of  these  5  million  elderly,  about  65%  reported  a  need  for 
assistance  with  basic  ADL  problems,  while  about  35%  reported  a  need  for  IADL 
assistance  only.    Although  accurate  data  are  not  available,  it  is 
conservatively  estimated  that  an  additional  1.2  million  elderly  persons,  or 
about  4.5%  of  all  elderly  persons,  live  in  nursing  homes  at  any  one  point  in 
time.    Thus,  about  one  in  four  (23.4%)  elderly  persons  are  in  need  of  long-term 
care  services. 

Recipient  characteristics  which  could  be  used  to  target  tax  expenditures 
include;     age,  disability ,  diagnosis ,  income ,  living  arrangement,  and 
relationship  to  caregiver. 

Targeting  incentives  by  the  age  of  the  elderly  dependent  is  a  relatively 
traightforward  and  effective  targeting  method.     It  is  straightforward  because 
age  is  a  characteristic  which  is  easily  verified  and  unambiguous.     It  is 
effective  because  there  Is  a  high  correlation  between  age  and  need  for 
long-term  care  services.    As  shown  in  Exhibit  4-4,  the  incidence  of  impairment 
rises  from  12.8%  in  the  65-74  age  cohort  to  34.5%  in  the  over  85  age  cohort. 
Thus,  restricting  eligibility  for  a  tax  expenditure  program  to  households  with 
elderly  dependents  in  older  cohorts  is  a  reasonable  strategy  for  increasing 
targeting  efficiency. 

It  is  noteworthy  that  Senator  Heinz* s  proposed  Family  Care  Act  (S.  778) 
limits  the  tax  incentive  to  families  caring  for  elderly  dependents  of  age  75 
and  over.    While  this  increases  the  targeting  efficiency  of  the  tax  credit,  it 
also  excludes  from  eligibility  a  substantial  proportion  of  the  elderly 
long-term  care  population.     As  shown  in  Exhibit  4-4,  about  43%  of  all  elderly 
persons  with  long-term  care  needs  are  between  the  ages  of  65  and  74.  Further, 
as  also  shown  in  Exhibit  4-4,  a  substantial  proportion  of  the  75  and  over 
population  is  not_  impaired. 
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Exhibit  4-4 


Distribution  of  Non-Institutionalized  Elderly 
Long-Term  Care  Population,  By  Age 

Total  Elderly        Impaired  Elderly        Percent  of  All  Percent  Within 

(in  thousands)        (in  thousands)        Impaired  Elderly  Age  Group 

65-69                8,652.1                  1,108.5                         21.8%  12.8% 

70-74                7,021.6                  1,108.2                         21.8  15.8 

75-79                5,063.9                  1,066.0                         21.0  21.1 

80-84                3,184.9                     885.5                         17.5  27.8 

85+                  2,167.4                     905.7                         17.9  34.5 

Total  65+       26,539.9                 5,073.9                      100.0%  19.1% 


Source:     Macken,  C.L.:     A  Profile  of  Functionally  Impaired  Aged  Persons  in  the 
Community  (draft  report),  HHS,  HCFA,  Office  of  Research,  1985.     Total  elderly 
population  equals  total  Medicare  enrollee  population,  which  is  about  96.3%  of 
all  elderly. 


A  more  direct  targeting  strategy  is  to  use  disability  as  a  condition  of 
eligibility,  as  proposed  by  the  Representative  Conte's  tax  incentive  proposal. 
While  a  disability  requirement  would  reduce  the  likelihood  that  tax 
expenditures  would  be  allocated  to  persons  with  only  mariginal  long-term  care 
needs,  the  difficulties  lie  in  establishing  a  definition  of  disability  which  is 
unambiguous,  easily  verifiable,  and  equitable.     The  extant  Dependent  Care 
Credit  employs  a  disability  requirement  (i.e.,  elderly  dependents  must  be 
incapable  of  "self-care")  but  taxpayers  are  not  required  to  submit 
certification  of  disability  in  claiming  the  credit.     The  disability  requirement 
does  leave  open  the  possibility  for  disallowances  through  the  audit  process,  if 
the  IRS  elects  to  challenge  the  disabled  status  of  the  qualifying  dependent. 
In  all  likelihood,  given  that  documentation  of  disabled  status  is  not  required 
in  claiming  the  credit,  the  disabling  condition  of  the  elderly  dependent  is 
probably  infrequently  challenged  by  IRS  auditors.    The  main  effect  of  the 
disability  requirement  may  be  the  voluntary  restrictions  it  imposes  on 
taxpayers  who  do  not  believe  their  elderly  dependent  qualifies  as  incapable  of 
"self-care." 

The  employment  of  a  disability  requirement  in  a  tax  expenditure  program  is 
further  impeded  by  the  fact  that  disability  criteria  established  for  public 
assistance  programs  have  centered  on  whether  applicants  are  restricted  from 
participating  in  gainful  employment.     The  development  of  disability  criteria  in 
a  long-term  care  context  would  necessarily  focus  on  whether  the  individual 
required  assistance  in  performing  activities  of  daily  living.     A  more 
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restrictive  definition  could  require  that  the  individual  be  at  risk,  of  nursing 
home  placement  if  assistance  is  not  provided  in  a  non-institutional  set  ting. * 

An  elderly  dependent's  diagnosis  can  also  be  used  as  a  targeting 
mechanism.     Several  bills  have  been  proposed  to  provide  a  tax  incentive  to 
households  which  include  a  member  with  a  diagnosis  of  Alzheimer's  disease  (or 
related  brain  disorder).    The  rising  prevalence  of  Alzheimer's  disease  is 
related  to  the  dramatic  growth  in  the  "very  old"  elderly.     It  is  estimated  that 
about  77.  of  the  entire  elderly  population  and  about  60%  of  all  elderly  nursing 
home  residents  are  Alzheimer's  patients  (Brody  et^  al ,  1984).  Although 
Alzheimer's  patients  represent  only  a  minority  of  persons  with  long-term  care 
needs,  the  importance  of  this  diagnosis  as  a  risk  factor  in  nursing  home 
placement  makes  this  an  effective  targeting  method. 

The  Dependent  Care  Credit  imposes  an  income  requirement  in  that  over  half 
of  the  elderly  individual's  support  must  be  provided  by  the  taxpayer.     It  is 
less  restrictive  than  the  dependent  exemption  in  that  the  elderly  individual 
may  have  income  in  excess  of  $1,000.    Data  are  not  available  on  how  many 
elderly  persons  receive  more  than  half  their  support  from  family  members,  but 
it  is  presumed  to  be  small.    The  great  majority  of  elderly  persons  are  not 
financially  dependent  upon  their  children.    Tax  incentive  proposals  therefore 
generally  propose  to  liberalize  this  income  requirement.     Senator  Heinz 's 
Family  Care  Act,  for  example,  proposes  to  expand  eligibility  to  qualifying 
elderly  persons  with  incomes  up  to  $15,000. 

Exhibit  4-5  shows  the  income  distribution  of  all  elderly  households 
(excluding  elderly  persons  who  live  in  the  household  of  another  or  are  not  in 
households),  and  the  income  distribution  of  households  which  include  an  elderly 
person  with  long-term  care  needs  (whether  or  not  an  elderly  person  was  the  head 
of  the  household).     Households  which  include  impaired  elderly  persons  are 
likely  to  have  lower  incomes  than  all  elderly-headed  households.     Over  60%  of 
all  households    with  an  impaired  elderly  member  had  total  incomes  of  under 
$10,000.    Through  interpolation,  it  can  be  estimated  that  targeting  a  Federal 
tax  incentive  to  elderly  persons  with  family  incomes  under  $15,000  would 
exclude  only  about  25%  of  the  long-terra  care  population  from  eligibility. 

A  Federal  tax  incentive  program  can  also  be  targeted  according  to  the 
recipient's  living  arrangement.    The  Dependent  Care  Credit  requires  that  the 
qualifying  elderly  individual  regularly  spend  at  least  8  hours  each  day  in  the 
taxpayer's  home.    Most  proposals  to  expand  the  credit  include  provisions  for 
dropping  this  requirement.    Eliminating  the  "shared  household"  requirement 
reflects  the  position  that  the  purpose  of  a  Federal  tax  incentive  program  is 
not  to  encourage  shared  living  arrangements  between  the  impaired  elderly  and 
their  families,  but  to  encourage  family  caregiving,  regardless  of  whether  it  is 
provided  in  a  shared  household  or  in  separate  households.     It  also  acknowledges 
the  preference  of  both  elderly  persons  and  their  children  to  live  "separately^ 
but  nearby". 


Note  that  this  requirement  Is  utilized  in  Florida's  Home  Care  for  the 
Elderly  program,  in  which  a  physician's  certification  of  an  elderly 
individual's  risk  of  institutional  placement  is  required  before  family  members 
can  be  paid  as  long-terra  care  providers. 
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Exhibit  4-5 

Income  Distribution  of  Elderly  Households  and  Households 
With  Functionally  Impaired  Elderly:  1982 


All  Elderly  Households 

Households  With  Impaired  Elderly 

Under  $5,000 

16.7% 

Under  $3,000 

3.6% 

$  3,000  -  $  6,999 

36.5 

$5,000  -  $  9,999 

29.2 

$  7,000  -  $  9,999 

20.2 

$10,000  -  $14,999 

17.6 

$15,000  -  $19,999 

11.4 

$10,000  -  $19,999 

26.8 

$20,000  and  over 

25.1 

$20,000  and  over 

13.0 

Total 

100.0% 

100.1% 

Sources:  All  Elderly  Households:     Statistical  Abstract  of  the  United  States: 
1984,  No.  756,  (about  80%  of  all  elderly  persons  live  in  elderly-headed 
households).    Households  With  Impaired  Elderly:     Macken,  C.L.:     A  Profile  of 
Functionally  Impaired  Aged  Persons  in  the  Community,  (draft  report),  HHS,  HCFA, 
Office  of  Research,  1985. 

On  the  other  hand,  an  argument  can  be  made  that  limiting  a  tax  incentive 
program  to  shared  living  arrangements  is  an  effective  method  for  targeting 
resources  to  those  with  the  highest  needs.     Research  has  shown  that  as 
functional  impairments  increase,  elderly  persons  are  more  likely  to  seek  out  a 
shared  living  arrangement  (Soldo,  1983).     The  shared  household  requirement  is 
therefore  a  mechanism  for  targeting  resources  to  elderly  persons  at  higher  risk 
of  nursing  home  placement,  if  informal  care  were  not  provided. 

A  final  recipient  characteristic  which  is  usually  employed  in  targeting  tax 
incentives  is  the  relationship  of  the  recipient  to  the  caregiver.  Most 
proposals  to  expand  the  Dependent  Care  credit  maintain  the  requirement  that  the 
recipient  be  related  to  the  taxpayer  by  blood  or  marriage.     However,  about  7% 
of  all  primary  informal  caregivers  are  not  related  to  long-term  care 
recipients,  and  an  argument  can  be  made  that  it  is  inequitable  to  exclude 
neighbors  and  friends  from  eligibility  for  tax  incentives  just  because  they 
happen  to  be  unrelated.     Indeed,  the  argument  can  be  made  that  non-relatives 
are  more  deserving  of  a  financial  subsidy,  since  their  caregiving  is  beyond  the 
bounds  of  expected  familial  responsibility. 

Expanding  eligibility  to  non-relatives  is  also  considered  an  attractive 
option  in  retirement  communities  where  there  are  large  numbers  of  elderly 
persons  who  do  not  have  family  members  living  close  by  (e.g.  Florida,  Arizona). 
Legislation  has  recently  been  submitted  in  Arizona  to  expand  the  State  income 
tax  deduction  to  all  persons  providing  health  or  respite  care  services  in  their 
homes,  regardless  of  the  relationship  of  the  taxpayer  to  the  recipient.  The 
concern  in  expanding  eligibility  for  tax  incentives  to  non-relative  caregivers, 
however,  is  that  it  opens  opportunities  for  abuse  of  the  program  by  persons  for 
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whom  a  tax  incentive  is  not  intended — for  example,  board-and-care  home 
operators. 

4.3.2    Characteristics  of  the  Caregiving  Household 

Federal  tax  subsidies  can  also  be  targeted  by  the  characteristics  of  the 
caregiving  household.     These  characteristics  include  living  arrangement, 
relationship  to  care  recipient,  income ,  and  employment  status.    Two  of  these 
characteristics — living  arrangement  and  relationship  to  care  recipient — were 
discussed  in  the  previous  section.    The  relationship  of  the  taxpayer  to  the 
care  recipient  may  also  include  a  dependency  test.     The  Dependent  Care  Credit 
is  restricted  to  households  which  provide  more  than  half  the  total  support  of 
the  elderly  dependent.     Lifting  the  dependency  requirement  is  a  provision  of 
most  tax  incentive  proposals,  although  it  could  lead  to  some  abuse  of  the 
incentive.     For  example,  without  some  kind  of  dependency  requirement, 
relatively  wealthy  elderly  persons,  who  would  otherwise  purchase  their  own  home 
health  services,  could  instead  have  their  children  purchase  services  on  their 
behalf  in  order  to  receive  the  tax  subsidy,  and  then  remunerate  their  children 
for  the  cost  of  the  services  later  on. 

The  present  Dependent  Care  Credit  includes  no  income  restrictions  on 
eligible  taxpayer  households,  although  the  value  of  the  subsidy  is  higher  for 
low  income  households.     Senator  Heinz' s  Family  Care  Act  includes  a  proposal  to 
limit  eligibility  for  the  modified  tax  credit  to  households  with  adjusted  gross 
incomes  below  $50,000.    While  the  objective  of  the  Income  cap  on  eligible 
households  is  obviously  to  prevent  the  use  of  Federal  subsidies  by  households 
Which  can  well  afford  to  purchase  home  care  services  without  subsidies,  it 
creates  the  so-called  "notch"  problem,  which  arises  any  time  a  tax  subsidy  is 
eliminated  at  a  specified  income  level.    For  example,  under  the  Family  Care 
Act,  a  household  with  an  adjusted  gross  income  of  $49,999  would  be  eligible  for 
a  tax  subsidy  of  up  to  $700  per  elderly  dependent  ($3,500  x  20%),  while  a 
household  with  an  adjusted  gross  income  of  $1  more  would  not  eligible  for  any 
subsidy. 

The  most  important  decision  to  make  in  targeting  incentives  to  specific 
households,  however,  is  whether  to  maintain  the  requirement  that  all  taxpayers 
in  the  household  must  work.     This  provision  in  the  Dependent  Care  Credit  is  a 
carry-over  from  the  Child  Care  Credit,  since  one  of  the  objectives  of  the  Child 
Care  Credit  was  to  encourage  the  Increased  labor  force  participation  of  women, 
particularly  single  women,  with  children. 

The  employment  requirement  for  the  Dependent  Care  Credit  is  less 
justifiable.     Its  objective  is  not  to  encourage  family  caregivers  to  work,  but 
to  help  family  caregivers  maintain  their  elderly  kin  in  a  non-institutional 
environment.     Further,  many  family  caregivers  are  themselves  retired  from  the 
workforce.     In  a  1981  survey  of  impaired  elderly  persons  in  Wisconsin,  20%  of 
all  female  child-caregivers  were  65  years  of  age  or  older  (Chang  and  Swart, 
1984).     Second,  the  employment  requirement  most  likely  biases  the  targeting  of 
the  Dependent  Care  Credit  toward  households  with  only  moderately-impaired 
elderly  dependents.     Elderly  persons  with  severe  impairments  are  more  likely  to 
require  the  constant  supervision  and  assistance  that  only  a  non-working  adult 
child  can  provide. 
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Families  with  severely  impaired  elderly  dependents  are  probably  less 
willing  to  leave  their  elderly  kin  with  paid  attendants.     While  non-working 
family  caregivers  provide  the  vast  majority  of  care  themselves,  many  still  need 
to  purchase  services  intermittently  from  outside  agencies  for  respite  care  or 
so  that  they  can  attend  to  other  household  tasks,  such  as  caring  for  their  own 
children.    A  recent  study  of  family  caregiving  configurations  found  that 
married  adult  children  in  three-generation  households  experienced  significantly 
greater  stress  than  caregivers  who  did  not  have  as  many  other  caregiving 
responsibilities  (Noelker  and  Wallace,  1985). 

Consequently,  elimination  of  the  "work-related"  requirement  of  the 
Dependent  Care  Credit  is  often  proposed.    Legislation  submitted  by 
Representative  Snowe  (R-ME),  in  January  of  1985,  (H.R.  467)  simply  proposes 
eliminating  this  single  provision  of  existing  law.     There  is  probably  concern 
that  elimination  of  the  employment  requirement  for  the  Dependent  Care  Credit 
could  give  political  momentum  to  the  elimination  of  the  same  requirement  for 
the  Child  Care  Credit,  a  change  which  would  cost  billions  of  dollars,  and  could 
turn  the  Child  Care  Credit  into  a  Federal  subsidy  for  babysitting.    Under  the 
Dependent  Care  Credit ,  elimination  of  the  employment  requirement  would  probably 
not  give  rise  to  similar  concerns  unless  other  provisions  of  the  credit  were 
also  substantially  loosened  (e.g.  the  shared  household  requirement, 
restrictions  on  the  types  of  services  eligible  for  the  credit,  the  dependency 
requirement,  etc.). 

4.3.3    Services  Eligible  for  Tax  Credits 

In  addition  to  the  requirement  that  dependent  care  expenses  must  be 
work-related,  the  Dependent  Care  Credit  imposes  four  further  restrictions  on 
the  types  of  expenses  which  are  eligible  for  the  credit: 

•  Expenses  must  be  related  to  the  care  of  the  qualifying  individual. 
Transportation  costs,  food  expenses,  clothing,  entertainment  expenses,  and 
so  on  are  not  eligible  expenses. 

•  Expenses  for  household  services  are  only  eligible  if  they  are  at  least 
partly  for  the  well-being  and  protection  of  the  elderly  dependent.  Thus, 
expenses  for  a  housekeeper,  maid,  or  cook  can  be  included  as  long  as  the 
services  were  at  least  partly  performed  for  the  qualifying  individual. 

©    Payments  to  one's  own  dependents  are  not  eligible  expenses.     For  example, 
you  cannot  pay  your  17-year-old  daughter  to  care  for  your  70-year-old 
mother,  and  claim  it  as  an  expense.     Payments  to  other  relatives,  who  are 
not  dependents,  can  be  claimed  as  expenses,  even  if  they  live  in  the  same 
household. 

•  Expenses  for  services  provided  in  a  dependent  care  center  (i.e.  adult  day 
care  center)  are  only  eligible  if  the  center  complies  with  applicable 
State  and  local  regulations. 

These  restrictions  are  not  stringent,  and  other  than  the  restriction  on 
paying  one's  own  dependents,  taxpayers  can  claim  a  broad  range  of  care-related 
expenses.     Note  that  the  other  provisions  of  the  Dependent  Care  Credit  have 
indirect  effects  on  the  types  of  eligible  expenses,  however.     For  example,  if 
the  employment-related  requirement  were  dropped,  should  a  taxpayer  still  be 
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allowed  to  claim  expenses  for  a  housekeeper,  even  though  the  taxpayer  might 
also  be  available  during  the  day  to  provide  care  to  the  qualifying  individual? 
The  "shared  household"  requirement  and  the  dependency  requirement  also 
indirectly  affect  the  types  of  services  which  are  purchased  by  taxpayers,  and 
therefore  subsidized. 

Another  key  issue  is  whether  family  caregivers  should  receive  subsidies  for 
the  care  they  provide  themselves,  or  whether  the  subsidy  should  be  limited  to 
care  which  is  purchased  by  the  family  caregiver.    Providing  subsidies  for  care 
provided  directly  by  family  members  raises  the  difficult  problem  of  trying  to 
assign  a  value  to  that  care.     Given  the  volume  of  informally  provided  care 
which  is  presently  provided,  the  costs  of  subsidizing  care  provided  directly  by 
the  family  could  be  fiscally  preclusive.    Verifying  claims  of  informally 
provided  care  would  also  be  problematic. 

On  the  other  hand,  arguments  can  be  made  that  a  tax  policy  which  only 
subsidizes  purchased  care  is  inherently  inequitable.    Research  has  documented 
significant  differences  between  families  which  are  likely  to  purchase  services 
for  impaired  elderly  kin  and  families  which  are  likely  to  provide  care 
themselves  (Soldo,  1980).     Families  which  purchase  services  are  more  likely  to 
(in  decreasing  order  of  significance): 

•  Include  a  wife  who  is  in  the  labor  force  and  have  no  other  adult  women 
over  the  age  of  18; 

•  Have  no  other  immediate  family  members  who  are  impaired; 

•  Have  higher  incomes,  larger  families,  and  be  white. 

Thus,  even  if  the  employment-related  requirement  were  eliminated,  a  tax 
credit  which  only  subsidized  purchased  care  would  tend  to  favor  households  in 
which  wives  worked,  in  which  there  were  no  other  impaired  persons,  which  had 
higher  incomes,  larger  families,  and  were  white.     Increasing  tax  subsidies  for 
purchased  services  could  also  stimulate  increased  purchasing  of  formal  services 
and  reduced  provision  of  informally  provided  care  by  families  which  presently 
provide  care  themselves. 

Some  proposals  for  tax  incentives  to  informal  caregivers  make  no 
distinction  between  purchased  care  and  care  provided  directly  by  family 
members.     Since  it  is  difficult  to  place  a  value  upon  services  provided 
directly  by  family  members,  deductions  are  generally  not  considered  the  most 
appropriate  mechanism  in  this  approach.     Increasing  the  value  of  exemptions  for 
elderly  dependents,  or  providing  a  standard  deduction  or  tax  credit  (e.g.  $200 
against  tax  liability)  for  any  family  which  shared  a  household  with  an  elderly 
dependent  are  alternative  mechanisms  which  could  be  used.    Tax  expenditures 
which  intend  to  subsidize  provided  care  as  well  as  purchased  care  usually 
retain  the  "shared  household"  and  "dependency"  tests,  since  it  would  be 
extremely  difficult  for  the  IRS  to  validate  or  challenge  taxpayers'  claims  of 
provided  care  if  the  elderly  dependent  neither  lived  in  the  same  household  nor 
was  dependent  upon  the  taxpayer  for  financial  support. 

Another  problem  with  providing  subsidies  for  care  provided  directly  by 
family  members  is  that  it  is  difficult  to  vary  the  value  of  the  subsidy  with 
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the  amount  of  care  provided  by  family  members.    Proposals  to  increase 
exemptions,  deductions  or  tax  credits  to  family  members  caring  for  elderly  kin 
generally  propose  a  flat  subsidy  for  all  eligible  households.     These  approaches 
therefore  provide  greater  subsidies  to  families  which  barely  meet  the 
eligibility  requirements,  and  lesser  subsidies  to  families  which  are  providing 
care  far  in  excess  of  the  eligibility  threshold. 

Another  consideration  in  attaching  qualifications  to  the  types  of  services 
eligible  for  tax  subsidies  is  the  establishment  of  standards  for  quality  of 
care.     A  tax  expenditure  approach  to  service  financing  inherently  entails  less 
regulation  over  the  provision  of  services.     The  taxpayer  is  given  greater 
leeway  in  deciding  which  services  are  most  needed  and  in  selecting  providers. 
There  is  often  a  trade-off  between  the  "consumer  choice"  advantages  of  a  tax 
financing  approach  and  the  risks  of  compromising  quality  of  care  standards. 
Nevertheless  it  is  still  possible  to  attach  qualifications  to  the  types  of 
services  eligible  for  tax  subsidies  in  order  to  impose  minimum  quality 
standards  for  subsidized  care. 

Under  the  Dependent  Care  Credit,  if  a  taxpayer  claims  a  credit  for  services 
purchased  from  a  dependent  care  center,  then  the  center  must  be  in  compliance 
with  applicable  State  and  local  regulations.    A  dependent  care  center  is 
defined  as  a  profit  or  non-profit  agency  which  provides  care  for  more  than  six 
persons,  and  which  charges  a  fee,  payment  or  grant  for  any  of  those  persons.  A 
taxpayer  can  still  claim  a  credit  for  services  purchased  from  any  individual  or 
agency  which  provides  care  for  a  fee  to  less  than  six  persons,  regardless  of 
the  individual's  or  agency's  credentials.    The  Family  Care  Act  similarly 
requires  that  elderly  care  expenses  provided  by  home  health  agencies  are  only 
eligible  for  a  credit  if  the  agency  is  a  HCFA-certif led  home  health  provider, 
but  also  allows  a  credit  for  homemaker  services,  adult  day  care,  respite  care, 
or  health-care  equipment  and  supplies  without  reference  to  care  standards. 

Establishing  quality  of  care  standards  in  tax  expenditure  programs  for  the 
elderly  is  similar  to  efforts  to  eliminate  the  potential  of  child  abuse  in  day 
care  programs;  policymakers  do  not  want  to  deny  families  the  choice  of 
selecting  their  own  individual  care  providers,  but  nonetheless  there  is  a  need 
to  provide  some  protection  against  abusive  and  negligent  providers.     The  common 
approach  appears  to  be  to  impose  no  standards  on  "individual"  providers,  since 
it  is  assumed  that  families  can  be  heldd  responsible  for  screening  the 
credentials  of  individuals  they  hire  for  elderly  care.     However,  quality  of 
care  standards  are  applied  on  services  purchased  from  providers  whose  caseload 
exceeds  a  certain  threshold  (e.g.  six  or  more  clients)  on  the  assumption  that 
families  are  less  likely  to  screen  the  credentials  of  an  agency  which  is 
perceived  as  an  established  provider. 

In  summary,  a  large  number  of  design  options  can  be  used  to  target  tax 
subsidies  to  specific  elderly  subgroups  and  to  specific  family  caregiving 
configurations.     These  design  options  include  qualifications  attached  to  the 
elderly  dependent,  qualifications  attached  to  the  taxpaying  household,  and 
qualifications  attached  to  the  types  of  services  and  expenses  which  are 
eligible  for  tax  subsidies.     In  addition,  the  choice  of  the  specific  tax 
vehicle — exemption,  deduction,  itemized  deduction,  tax  credit — will  affect  how 
resources  are  targeted.     Finally,  the  value  of  the  subsidy  itself — both  in 
absolute  dollars  and  as  a  proportion  of  taxpayer  income — will  affect  both  the 
cost  of  the  program  and  its  impact  on  family  caregiving. 
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Tax  incentive  proposals  which  have  been  submitted  to  Congress  are  of 
various  designs.     Each  piece  of  legislation,  if  enacted,  would  have  a  different 
impact  on  total  tax  expenditures,  on  family  caregiving,  and  on  the  targeting  of 
subsidies.     The  Child "and  Dependent  Care  Credit  has  served  as  a  basic  model 
upon  which  further  tax  expenditure  programs  would  be  built.     Bills  which  have 
been  submitted  in  recent  years  have  uniformly  proposed  to  expand  the  number  of 
taxpayer  households  who  would  be  eligible  for  subsidies,  and  most  have  proposed 
increases  in  the  value  of  the  subsidy  itself.     The  degree  to  which  each  bill 
has  proposed  to  expand  the  Dependent  Care  Credit  has  varied  substantially.  In 
the  next  section,,  we  examine  what  design  options  have  been  selected  in  four 
State  tax  incentive  programs,  and  how  the  selection  of  those  design  options  has 
affected  program  utilization,  costs  and  impacts. 

4.4    Comparison  of  State  Tax  Incentive  Programs 

Four  States — -Oregon,  Idaho,  Iowa  and  Arizona — have  enacted  changes  in  their 
State  tax  codes  to  encourage  the  provision  of  informal  care  to  persons  in  need 
of  long-term  care.    All  of  these  changes  have  been  fairly  recent;  none  were 
enacted  prior  to  1979.    Thus,  these  tax  incentive  programs  have  yet  to  reach 
"maturity"  in  terms  of  public  awareness,  utilization  and  impact. 

Exhibit  4-6  compares  the  characteristics  of  the  four  State  tax  programs, 
along  with  the  characteristics  of  the  Federal  Dependent  Care  Credit,  according 
to  the  program  design  options  discussed  in  the  previous  section.    Perhaps  the 
most  interesting  observation  is  the  degree  of  dissimilarity  between  the  four 
programs.    Each  State  has  chosen  to  take  a  different  approach  In  targeting  tax 
expenditures  for  informal  care. 

Unlike  tax  incentive  proposals  at  the  Federal  level,  which  have  generally 
adopted  the  tax  credit  as  the  most  appropriate  tax  expenditure  vehicle  for 
encouraging  family  care,  each  State  program  uses  a  different  tax  vehicle. 
Oregon  adopted  the  tax  credit  approach,  providing  a  credit  of  8%  of  eligible 
expenses  for  the  care  of  an  elderly  dependent  up  to  a  maximum  credit  of  $250. 
Idaho  allows  taxpayers  to  choose  between  a  $1,000  deduction  to  gross  income,  or 
a  refundable  tax  credit  of  $100,  for  maintaining  an  elderly  relative  in  their 
household.     It  is  unclear,  however,  why  taxpayers  would  ever  choose  the  $1,000 
deduction,  since  the  maximum  tax  rate  in  Idaho  is  only  7.5%,  meaning  a  maximum 
subsidy  of  $75  per  year  (eligibility  criteria  for  both  the  credit  and  the 
deduction  are  the  same).     Iowa  allows  deductions  of  up  to  $5,000  per  year  for 
expenses  related  to  the  care  of  an  elderly  relative.    Arizona's  program  allows 
taxpayers  to  deduct  medical  expenses  for  the  care  of  any  elderly  person, 
regardless  of  their  relationship  to  the  taxpayer,  including  expenses  for 
nursing  home  care.     In  addition,  if  eligible  medical  expenses  exceed  $800  per 
year,  the  taxpayer  may  claim  a  dependent  exemption,  equal  to  a  $600  deduction, 
for  that  person  (no  person  may  be  claimed  as  a  dependent  more  than  once, 
however) . 

Of  the  four  State  programs,  Oregon's  is  by  far  the  most  restrictive.     It  is 
the  only  State  which  imposes  an  income  limit  on  eligible  households;  only 
households  with  incomes  below  $17,500  are  eligible  for  the  credit.  Further, 
Oregon  imposes  a  strict  disability  requirement.     An  extensive  questionnaire 
must  be  completed  on  each  recipient  to  document  the  recipient's  risk  of 
institutionalization^  and  the  questionnaire  must  be  certified  by  the  State 
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Human  Service  agency.     Consequently,  very  few  households  in  Oregon  have 
qualified  for  the  credit. 

Idaho's  tax  incentive  program  is  remarkable  in  its  simplicity.     It  allows 
households  which  maintain  an  elderly  relative,  and  which  provide  for  over  half 
the  support  of  that  relative,  to  take  a  standard  tax  deduction  or  credit  on 
their  State  tax  return.    There  is  no  disability  requirement.    The  care 
recipient  must  only  be  over  65  years  of  age,  a  member  of  the  taxpayer's 
immediate  family,  and  live  in  the  same  household.     Each  household  may  not  claim 
a  deduction  or  credit  for  more  than  three  qualifying  individuals.  Idaho's 
program  is  the  only  one  which  provides  a  refundable  credit.     If  a  household  has 
no  tax  liability,  it  is  still  eligible  to  receive  a  $100  credit  for  each 
elderly  relative  maintained  in  the  home. 

Iowa's  tax  program  is  potentially  both  the  most  generous,  and  the  most 
cost-effective.    Taxpayers  may  deduct  up  to  $5,000  in  eligible  expenses  as 
deductions  from  income,  separate  from  the  standard  or  itemized  deductions. 
Eligible  expenses  include  any  cost  directly  attributable  to  the  care  of  an 
elderly  dependent  living  in  the  same  household,  such  as  food,  clothing, 
transportation,  and  medical  expenses  not  deducted  elsewhere  on  the  return. 
Expenses  not  directly  attributable  to  the  care  of  the  relative,  such  as  rent, 
mortgage  payments,  interest,  utilities,  house  insurance  and  taxes,  are  not 
eligible  deductions.     Since  Iowa's  State  tax  rate  is  progressively  structured, 
ranging  from  0.5%  to  13%,  the  value  of  deductions  is  greater  for  households 
with  higher  incomes.     For  an  Iowan  household  with  a  median  income  of  about 
$23,235,  $5,000  in  eligible  deductions  would  result  in  a  State  tax  subsidy  of 
$312. 

Recipient  qualifications  in  Iowa,  however,  are  the  most  restrictive.     It  is 
the  only  State  in  which  the  recipient  must  meet  income  criteria.  Specifically, 
the  recipient  must  be  a  Medicaid  enrollee  or  be  eligible  for  Medicaid.  Iowa, 
like  Oregon,  also  imposes  a  disability  requirement.    On  the  first  return  on 
which  a  deduction  is  taken  and  every  third  year  thereafter,  taxpayers  must 
attach  a  statement  from  a  qualified  physician  certifying  that  the  recipient  is 
unable  to  live  independently. 

Iowa's  tax  incentive  program  is  logical  from  the  perspective  of  maximizing 
cost-effectiveness.     First,  it  targets  recipients  who  otherwise  have  a  high 
probability  of  incurring  costs  to  the  State  if  the  incentive  is  not  provided, 
i.e.,  persons  at  risk  of  nursing  home  placement  who  are  eligible  for  Medicaid 
or  would  be  eligible  upon  nursing  home  placement.     Second,  it  targets  the 
incentive  to  those  who  can  most  afford  to  pay  for  the  cost  of  care,  families 
with  middle  to  upper  incomes.     Since  the  objective  of  tax  incentive  programs  is 
to  leverage  private  resources,  then  it  makes  sense  to  design  a  program  which 
targets  families  which  can  most  afford  to  contribute  to  the  cost  of  care.  In 
contrast,  by-  limiting  its  tax  incentive  program  to  households  with  incomes 
under  $17,500,  Oregon  may  have  targeted  its  program  to  families  in  which  there 
is  the  least  possibility  for  leveraging  additional  private  financing  of 
long-term  care  services. 

Arizona's  tax  incentive  program  has  an  altogether  different  rationale.  Its 
purpose  is  mainly  to  provide  some  of  the  same  tax  incentives  to  non-relative 
caregivers  which  are  presently  available  to  family  caregivers.     It  permits 
taxpayers  to  deduct  eligible  medical  expenses  for  any  elderly  person  living  in 
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the  State,  regardless  of  their  relationship  to  the  taxpayer.    The  design  of 
Arizona's  tax  program  reflects  the  fact  that  many  elderly  Arizonans  have  moved 
away  from  their  natural  families.     Although  these  elderly  may  not  have  family 
caregivers  living  nearby,  many  may  have  neighbors  and  friends,  who  may  be 
willing  to  contribute  to  the  cost  of  their  care.     Arizona's  program  is  also 
unique  in  that  it  includes  an  extra  "kicker";     taxpayers  who  have  eligible 
deductions  in  excess  of  $800  per  year  for  elderly  non-relatives  may  also  claim 
an  additional  dependent  exemption  on  their  State  tax  return,  a  marginal  savings 
of  about  $48. 

It  is  too  early  to  conclude  what  impact  these  State  tax  incentive  programs 
may  be  having  on  increasing  the  supply  of  long-term  care  services  provided  by 
family  and  friends  in  these  four  States.     In  1983,  HCFA  awarded  a  grant  to  the 
Center  for  Health  and  Social  Services  Research  to  conduct  a  three-year  study  of 
these  four  State  tax  incentive  programs.     The  study  will  include  sample  surveys 
of  participating  households  in  two  of  these  States — Idaho  and  Iowa — to  assess 
what  impact  the  tax  subsidies  are  having  on  family  caregtving  and  the 
utilization  of  medical  services  reimbursed  by  Medicare  and  Medicaid  by 
qualifying  individuals.     Results  from  the  study  should  be  available  by  the  end 
of  1986. 

4.5  Discussion 

A  tax  subsidy  approach  to  increasing  the  supply  of  long-term  care  services 
has  both  attractive  and  unattractive  features.     Perhaps  the  greatest  attraction 
is  its  leveraging  capacity.     Tax  subsidies  would  no  doubt  stimulate  increased 
purchasing  of  home  care  services  by  families  for  the  dependent  elderly.  Since 
proposed  subsidies  generally  fall  in  the  range  of  20-30%  of  expenses,  the  total 
value  of  privately  purchased  services  would  exceed  public  costs  three  to  five 
fold.    A  tax  subsidy  approach  also  promotes  consumer  choice,  since  the  elderly 
and  their  family  are  free  to  purchase  services  which  they  feel  are  most  needed, 
and  from  whatever  provider  they  choose,  rather  than  having  both  services  and 
providers  dictated  by  the  formal  care  system.     The  administrative  simplicity  of 
tax  subsidies  is  also  attractive.     They  require  no  new  State  or  Federal 
programs,  provider  networks,  reimbursement  methodologies,  or  case  management 
systems.     Access  to  resources  is  provided  to  all  taxpaying  households. 

The  major  drawback  of  tax  subsidies  is  the  difficulty  in  using  the  Federal 
income  tax  system  to  target  resources  effectively.     If  there  has  been  a  single 
lesson  learned  from  long-term  care  policy  research,  it  has  been  that  public 
resources  need  to  be  efficiently  targeted  to  the  severely  impaired  elderly  with 
unmet  needs.     Identifying  this  subgroup,  and  targeting  resources  accordingly, 
with  the  policy  tools  available  within  the  Federal  income  tax  structure  is 
extremely  problematic.     Moreover,  the  complexity  involved  in  designing  an 
efficiently  targeted  tax  subsidy  runs  counter  to  current  reforms  to  simplify 
the  tax  system. 

There  are  no  simple  tools  for  targeting  tax  expenditures  according  to  the 
level  of  functional  impairment.     Any  provision  which  would  incorporate 
functional  impairment  as  a  condition  of  eligibility,  such  as  proposed  in 
Representative  Conte's  legislation,  would  make  a  tax  subsidy  program  difficult 
to  monitor  and  administer.     This  runs  counter  to  one  of  the  major  arguments  for 
using  a  tax  subsidy  approach  in  the  first  place — administrative  simplicity. 
While  it  is  possible  to  use  other  criteria  to  Increase  targeting 
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efficiency — age,  living  arrangement,  financial  dependency — these  criteria  are 
still  correlated  with  functional  Impairment  at  relatively  low  levels. 
Resources  would  InevlCably  flow  to  elderly  persons  with  only  mild  to  moderate 
Impairments  whose  needs  are  already  being  adequately  met. 

Family  caregivers  both  provide  care  directly  and  purchase  care  for  their 
elderly  kin.     The  tax  system  Is  structured  such  that  It  Is  easier  to  provide 
subsidies  for  purchased  care  than  for  provided  care.     While  It  Is  possible  to 
design  a  tax  expenditure  program  to  promote  care  provided  directly  by  family 
caregivers  (for  example,  by  Increasing  the  value  of  exemptions),  this  raises 
the  problem  of  putting  a  value  on  informally  provided  care,  and  tends  to  value 
all  Informal  care  equally.     While  subsidizing  purchased  care  may  be  an 
effective  way  for  targeting  resources  to  families  who  can  no  longer  meet  the 
total  care  needs  of  their  elderly  dependents  themselves  (and  therefore  may  be 
contemplating  nursing  home  placement  as  an  alternative),  it  also  tends  to 
direct  subsidies  to  families  who  can  better  afford  to  purchase  services  from 
outside  providers  Instead  of  providing  care  themselves. 

Given  the  potential  cost  of  a  major  tax  expenditure  program,  policymakers 
should  approach  a  tax  subsidy  mechanism  with  considerable  caution.  Some 
modifications  to  the  Dependent  and  Child  Care  Credit  may  be  warranted, 
however.    The  "work-related"  requirement  of  the  existing  provision  seems 
particularly  hard  to  justify,  since  the  objective  of  the  credit  should  not  be 
to  encourage  greater  labor  force  participation  among  family  caregivers.  Even 
if  the  "work-related"  requirement  were  dropped,  other  provisions  of  the 
existing  statute,  such  as  the  shared  living  requirement,  would  serve  to  contain 
aggregate  expenditures.     Formal  cost  projections  should  be  done  prior  to  making 
this,  or  any  other,  modification  to  the  existing  code. 
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Chapter  5 


REQUIRING  FINANCIAL  CONTRIBUTIONS  FROM  ADULT  CHILDREN 
OF  MEDICAID  NURSING  HOME  RECIPIENTS 


In  chapters  3  and  4,  we  examined  two  policy  alternatives  which  would 
increase  public  support  of  family  caregiving — paying  family  members  as 
providers  of  care,  and  enhancing  tax  subsidies  for  family  caregivers.  This 
chapter  examines  the  opposite  side  of  the  policy  coin — policies  which  require 
responsible  relatives,  particularly  adult  children,  of  institutionalized 
recipients  to  contribute  to  the  cost  of  care. 

In  chapter  2,  we  outlined  the  options  which  are  available  to  States  to 
continue  to  make  spouses  and  parents  of  minor  children  financially  liable  for 
part  of  the  cost  of  an  institutionalized  recipient  on  Medicaid.    However,  only 
about  10%  of  all  elderly  Medicaid  recipients  in  nursing  homes  have  a 
non-institutionalized  spouse  who  is  not  also  on  Medicaid.  Similarly, 
collecting  financial  contributions  from  parents  primarily  relates  to  ICF-MR 
recipients,  who  are  only  about  10%  of  the  Medicaid  long-term  care  population. 
If  States  were  to  pursue  policies  to  collect  financial  contributions  from  the 
adult  children  of  nursing  home  recipients  on  Medicaid,  however,  it  could  have 
significant  impact  on  the  entire  financing  of  long-term  care  services  in 
Medicaid. 

The  option  of  requiring  adult  children  to  contribute  to  the  cost  of  nursing 
home  care  for  their  elderly  kin  has  generated  considerable  controversy.  The 
debate  was  most  recently  sparked  by  a  1983  HCFA  transmittal  which  clarified 
that  States  have  the  option  of  requiring  such  contributions  under  State  laws  of 
general  applicability  (HCFA  Medicaid  Manual,  1983).     Media  reaction  to  the  HCFA 
transmittal  was  largely  negative,  expressing  the  view  that  family 
responsibility  laws  would  place  an  unfair  burden  on  both  recipients  and  their 
children,  and  would  disrupt  filial  relationships. 

As  with  the  policy  alternatives  discussed  in  chapters  3  and  4,  Medicaid 
policymakers  are  interested  in  family  responsibility  programs  for  reasons  of 
equity,  cost-savings,  and  as  a  strategy  to  promote  shared  responsibility 
between  government  and  family  for  the  elderly  with  long-term  care  needs.  Some 
believe  It  is  inequitable  that  upper  income  families  are  not  financially  liable 
for  elderly  parents  who  are  supported  with  public  dollars  in  nursing  homes, 
particularly  when  those  resources  could  be  used  to  provide  services  for  other 
Medicaid-eligible  groups.     Second,  States  are  interested  in  family 
responsibility  programs  as  new  revenue  sources  to  partially  offset  rising 
Medicaid  expenditures  for  long-term  care.     Third,  family  responsibility 
programs  may  encourage  informal  caregiving  by  delaying  or  postponing  the  point 
at  which  families  seek  institutional  placement  for  their  elderly  kin.  Finally, 
and  perhaps  most  Importantly,  family  responsibility  programs  help  to  dissuade 
the  public  notion  that  Medicaid  serves  as  a  long-term  care  insurance  program 
for  the  elderly  middle  class. 
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This  chapter  first  reviews  how  Medicaid  program  policy  has  addressed  the 
issue  of  family  responsibility  throughout  its  20-year  history.     The  potential 
costs  and  benefits  of  family  responsibility  programs  are  then  examined  in 
Section  5.2.     In  Section  5.3,  recent  State  activities  in  family  responsibility 
are  described,  while  Section  5.4  discusses  one  of  the  more  technical  aspects  of 
State  implementation:     how  required  contributions  from  responsible  relatives 
are  treated  in  the  Medicaid  eligibility  process.     Given  the  importance  of 
Idaho's  Relative  Responsibility  Program  as  the  only  recent  example  of  a  State 
which  has  attempted  to  collect  financial  contributions  from  the  adult  children 
of  Medicaid  nursing  home  recipients,  the  experience  of  Idaho  in  operating  its 
short-lived  program  is  presented  in  a  separate  chapter  (Chapter  6).     The  final 
section  of  Chapter  5  discusses  some  of  the  outstanding  issues  in  family 
responsibility,  with  emphasis  on  Federal  barriers  to  further  State  initiatives. 

5.1    Historical  Background 

When  the  Medicaid  program  was  enacted  in  1965,  Congress  prohibited  States 
from  deeming  the  income  of  adult  children  as  available  to  program  applicants  in 
determining  Medicaid  eligibility.     Section  1902(a)( 17)(D)  of  Title  XIX  of  the 
Social  Security  Act  states  that  eligibility  standards: 

"not  take  into  account  the  financial  responsibility  of  any  individual 
for  any  applicant  or  recipient  of  assistance  under  the  plan  unless 
such  applicant  or  recipient  is  such  individual's  spouse  or  such 
individual's  child  who  is  under  21  or  (with  respect  to  States  eligible 
to  participate  in  the  State  program  established  under  title  XVI),  is 
blind  or  permanently  and  totally  disabled,  or  is  blind  or  disabled  as 
defined  in  section  1614  (with  respect  to  States  which  are  not  eligible 
to  participate  in  such  program);" 

The  intent  of  the  Congress  is  further  clarified  by  the  accompanying  report 
from  the  Senate  Finance  Committee: 

"The  committee  has  heard  of  hardships  on  certain  individuals  by 
requiring  them  to  provide  support  and  to  pay  for  the  medical  care 
needed  by  relatives.    The  committee  believes  it  is  proper  to  expect 
spouses  to  support  each  other  and  parents  to  be  held  accountable  for 
the  support  of  their  minor  children  and  their  blind  or  permanently 
and  totally  disabled  children  even  though  21  years  of  age  or  older. 
Such  requirements  for  support  may  reasonably  include  the  payment  by 
such  relative,  if  able,  for  medical  care.     Beyond  such  degree  of 
relationship,  however,  requirements  imposed  are  often  destructive  and 
harmful  to  the  relationships  among  members  of  the  family  group. 
Thus,  states  may  not  include  in  their  plans  provisions  for  requiring 
contributions  from  relatives  other  than  a  spouse  or  the  parent  of  a 
minor  child  or  children  over  21  who  are  blind  or  permanently  and 
totally  disabled."  [Senate  Report  No.  404  (1965)] 

It  is  important  to  recognize  that  this  decision  on  the  part  of  Congress  to 
prohibit  the  deeming  of  children's  income  in  determining  Medicaid  eligibility 
represented  a  major  shift  in  Federal  welfare  policy,  which,  until  that  time, 
generally  held  that  filial  responsibility  was  a  State  issue.     Under  the  Old-Age 
Assistance  (OAA)  program—the  public  assistance  program  for  the  elderly  poor 
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which  existed  at  the  time  of  Medicaid's  enactment,  and  which  preceded  the  SSI 
program — there  was  considerable  variation  among  States  regarding  filial 
responsibility  (Schorr,  1960).     In  general  during  the  1950s,  16  States  had  no 
support  requirements  of  adult  children.     Contributions  were  taken  into  account 
if  they  were  made,  but  they  were  not  required.     In  21  States,  contributions 
from  adult  children  were  required  by  law  or  policy,  but  the  provision  of  public 
assistance  to  poor  elderly  persons  was  not  made  contingent  on  such  a 
contribution.     That  is,  the  public  assistance  payment  under  OAA  was  not  reduced 
if  a  child  avoided  his  or  her  responsibility.     In  14  States,  however,  public 
assistance  payments  were  reduced  or  withheld  altogether  on  the  assumption  that 
the  required  filial  financial  contribution  was  available  to  the  applicant,  It 
was  not  until  the  Old-Age  Assistance  program  was  superseded  by  the  Supplemental 
Security  Income  (SSI)  program  in  1972  that  Federal  welfare  policy  dictated  that 
income  assistance  to  the  elderly  poor  should  not  take  into  account  the 
potential  contributions  of  adult  children. * 

It  is  apparent  that  Congress  decided  to  prohibit  the  deeming  of  children's 
income  for  determining  Medicaid  eligibility  in  response  to  testimony  about  the 
negative  impacts  observed  in  States  which  enforced  filial  responsibility  laws 
under  OAA.    As  articulated  by  Schorr: 

"The  State  legislator  enacting  a  filial  responsibility  law  envisions  a 
wealthy  son  unwilling  to  support  his  impoverished  father,  but  the 
State  welfare  worker  designated  to  administer  a  filial  responsibility 
law  and  the  prosecutors  required  to  enforce  it  see  an  altogether 
different  picture.    The  elderly  parents  resented  the  forced  dependency 
on  their  children,  and  many  chose  not  to  apply  for  public  assistance 
rather  than  force  their  children  to  contribute.     For  those  elderly  who 
did  seek  public  assistance,  but  whose  children  nevertheless  did  not 
contribute,  many  preferred  to  survive  on  a  reduced  assistance  level 
than  to  sue  their  own  children  for  lack  of  support.     Prosecutors  and 
judges,  as  well,  were  reluctant  to  bring  cases  to  trial  since  suing 
the  poor  or  uneducated  for  support  does  not  bring  acclaim."  (Schorr 
1960). 

Caught  in  the  middle  was  the  State  welfare  agency,  which  often  took  the 
course  of  benign  neglect  in  the  implementation  of  filial  responsibility 
policies.     These  negative  experiences  with  filial  responsibility  requirements 
in  the  OAA  program  clearly  influenced  the  decision  of  Congress  not  to  allow 
States  the  option  of  incorporating  their  filial  responsibility  laws  into  State 
Medicaid  eligibility  determination  procedures. 

A  recent  study  has  tried  to  associate  family  responsibility  requirements  in 
the  Old  Age  Assistance  program  with  quantitative  measures  of  States'  "general 
policy  liberalism"  (Lamraers  and  Kllngman,  1985).     The  researchers  examined  the 
hypothesis  that  States  which  enacted  family  responsibility  laws  were  also  less 
generous  in  other  welfare  and  program  policies.     Somewhat  surprisingly, 
variation  among  States  regarding  enactment  of  family  responsibility  laws  was 
not  associated  with  quantitative  measures  of  State  generosity.     The  most 


States  may  still  enforce  filial  responsibility  laws  in  providing 
optional  State  Supplementation  under  the  SSI  program. 
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generous  States  were  likely  to  have  family  responsibility  laws,  but  generally 
did  not  reduce  OAA  assistance  on  the  assumption  that  filial  contributions  were 
available.     In  other  words,   liberal  States  were  likely  to  have  family 
responsibility  laws,  but  enforced  them  loosely.     Interestingly,  there  was  a 
strong  regional  pattern:     family  responsibility  requirements  were  largely  an 
Eastern  phenomenon. 

Although  Section  1902(a)(17)(D)  of  Title  XIX  prohibited  States  from  deeming 
the  income  of  responsible  relatives  other  than  parents  and  spouses  in 
determining  Medicaid  eligibility ,  families  in  some  States  were  still  required 
to  pay  for  a  portion  of  nursing  home  costs  for  Medicaid  recipients  through  a 
policy  called  supplementation.     Supplementation  is  distinguished  from  filial 
responsibility  in  that  supplementation  was  a  reimbursement  issue,  not  a 
cost-sharing  issue.     When  the  Medicaid  program  first  began,  a  number  of  States 
simply  could  not  afford  to  pay  reimbursement  amounts  to  nursing  homes  at  a 
level  which  would  attract  an  adequate  supply  of  providers.     Consequently,  some 
States  initially  set  their  reimbursement  rates  at  relatively  low  levels  and 
allowed  providers  to  elicit  "supplementation"  payments  from  recipients' 
families.    However,  these  supplementation  payments  could  never  be  used  to 
offset  the  Medicaid  reimbursement  rate. 

In  1967,  Congress  considered  prohibiting  supplementation  payments,  but 
decided  not  to  when  the  Department  agreed  to  address  the  issue  through 
regulation.     In'  1969,  the  Department  promulgated  45  CFR  Sec.  250.30(a)(6)  which 
stated  that  participating  providers  must  accept  Medicaid  reimbursements  as 
"payment  in  full"  for  services  rendered  to  Medicaid  beneficiaries.  Although 
this  regulation  did  not  address  the  supplementation  issue  directly,  it 
essentially  required  nursing  home  providers  to  negotiate  directly  with  States 
over  reasonable  rates,  rather  than  with  families.     States  having  plans  which 
permitted  supplementation  were  required  to  phase  out  such  practices  by  1971 
(Casson,  1983). 

A  related  issue  has  been  how  States  should  treat  voluntary  contributions 
made  by  family  members.     Until  1977,  HCFA  policy  was  that  voluntary 
contributions  should  be  treated  as  recipient  income,  and  must  be  counted  in 
determining  the  recipient's  spend-down  liability.     This  policy  was  later 
reversed,  however,  upon  a  re-reading  of  the  Report  of  the  Senate  Finance 
Committee  on  the  Social  Security  Amendments  of  1967,  which  stated: 

"Any  limitations  in  supplementation  are  not  intended  to  preclude 
additional  payments  for  the  reasonable  costs  or  charges  for 
non-standard  nursing  home  services  such  as  private  room,  telephone, 
television,  et  cetera,  nor  would  they  in  any  way  affect  the  payment 
toward  the  reasonable  costs  of  care  by  a  patient  who  has  income  in 
excess  of  the  amount  the  State  determines  is  needed  for  his  personal 
expenses-  other  than  nursing  home  care."  (Senate  Finance  Committee, 
1967) 

Consequently,  some  States  presently  allow  family  members  of  Medicaid 
recipients  to  voluntarily  purchase  additional  "non-standard"  services  from 
nursing  home  providers.     Other  States,  however,  require  that  any  contributions 
made  by  family  members  be  treated  as  recipient  income,  and  be  used  to  increase 
the  recipient's  spend-down  liability. 
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To  reiterate,  the  supplementation  issue  addresses  family  contributions 
towards  purchasing  services  above  and  beyond  what  Medicaid  will  pay  for. 
However,  as  Medicaid  expenditures  for  nursing  home  care  continued  to  grow  at 
alarming  rates  during  the  1970s,  there  was  a  growing  interest  in  exploring 
additional  sources  of  revenue  to  offset  Medicaid  costs.     In  the  late  1970s, 
HCFA  funded  a  research  grant  to  re-examine  the  issue  of  family  responsibility 
in  the  Medicaid  program.     The  study  concluded  that  forced  family  contributions 
were  "not  promising  sources  of  large  additional  sums  of  money..."  (Callahan  et 
al,  1980). 

Nevertheless,  such  groups  as  the  National  Governors'  Association,  the 
California  Association  of  Health  Care  Facilities,  and  the  Association  of  Public 
Welfare  Administrators,  as  well  as  several  States,  continued  to  petition  the 
Department  to  permit  States  to  seek  contributions  from  children  who  could 
afford  to  pay  a  portion  of  nursing  home  costs.     In  1977,  Massachusetts 
submitted  a  Section  1115  waiver  request  to  implement  a  family  responsibility 
demonstration  project  (Acford,  1979).     The  project  proposed  requiring  adult 
children  with  taxable  incomes  over  $20,000  to  contribute  to  the  cost  of  nursing 
home  care.     Recipients'  Medicaid  eligibility  would  not  be  jeopardized  if  their 
adult  children  failed  to  make  the  required  contributions.     Although  the  project 
was  granted  conditional  approval  by  Secretary  Calif ano,  Massachusetts  chose  to 
withdraw  the  proposal  in  response  to  political  opposition.     In  1982, 
Mississippi  submitted  a  similar  request  for  a  Section  1115  demonstration 
project  to  require  responsible  family  members  (legal  adult  children,  spouses, 
and  legal  parents  of  minor  children)  with  incomes  over  $8,000  to  contribute  to 
the  cost  of  nursing  home  care  on  a  sliding  scale,  ranging  from  $25  to  $250  per 
month  (National  Senior  Citizens  Law  Center,  1982-83).    However,  Mississippi's 
request  was  not  approved. 

In  August  of  1981 ,  the  Attorney  General  of  Indiana  wrote  HHS  Secretary 
Schweiker  inquiring  whether  enforcement  of  a  State  filial  responsibility  law 
conflicted  with  Federal  Medicaid  statutes,  regulations  or  policies.     The  HCFA 
Office  of  General  Counsel  rendered  the  opinion  that  Section  1902(a) ( 17 ) (D) , 
restricting  States  from  deeming  the  income  of  relatives  other  than  spouses  or 
parents,  would  not  be  violated  by  a  State  statute  of  general  applicability 
making  adult  children  financially  responsible  for  the  care  of  their  parents,  as 
long  as  the  law  was  not  specifically  limited  to  relatives  of  Medicaid 
recipients.     The  Office  of  General  Counsel  felt  this  interpretation  was 
supported  by  the  language  of  Senate  Report  404,  which  accompanied  enactment  of 
the  Medicaid  program  in  1965,  which  reads: 

"Any  contributions  actually  made  by  relatives  or  friends  or  from  other 
sources,  will  be  taken  into  account  by  the  State  in  determining 
whether  the  individual  applying  for  medical  assistance  is,  in  fact,  in 
need  of  such  assistance."  (Senate  Report  404,  1965) 

Since  the  General  Counsel's  decision  was  an  interpretation  of  existing 
Medicaid  statutes,  no  change  in  program  regulations  was  thought  to  be 
required.     Consequently,  the  Department  chose  to  issue  the  interpretation  as  a 
clarification  transmittal  in  the  State  Medicaid  Manual  in  February  1983 
(Exhibit  5-1).     The  General  Counsel  did  advise  the  Department  that  "because  the 
existing  regulations  do  not  affirmatively  allow  the  action  discussed  in  the 
revision  to  the  State  Medicaid  Manual,  there  is  potential  for  confusion  and 
possible  adverse  ruling,"  in  case  the  Department's  interpretation  was 
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Exhibit  5-1 


HCFA  1983  Transmittal  on  Relative  Responsibility  and 
Laws  of  General  Applicability 

Section  3812,  Treatment  of  Contributions  from  Relatives  to  Medicaid  Applicants 
or  Recipients 

Section  1902(a) (17)  of  the  Social  Security  Act  (the  Act)  provides  that  a  State 
plan  must  include  reasonable  standards  for  determining  Medicaid  eligibility 
that  do  not  take  into  account  the  financial  responsibility  of  any  individual 
for  any  applicant  or  recipient  of  Medicaid  unless  the  applicant  or  recipient 
is  the  individual's  spouse,  or  child  under  age  21,  or  a  child  over  age  21  who 
is  blind  or  disabled.     Under  Medicaid  regulations  (42  CFR  435.602  and  436.602), 
States  may  consider  only  the  income  and  resources  of  spouses  as  available  to 
each  other;  and  income  and  resources  of  parents  as  available  to  children  under 
age  21,  or  children  over  21  if  they  are  blind  or  disabled.    The  income  and  re- 
sources of  any  other  relative  are  not  considered  available  to  the  individual. 
While  the  regulations  do  not  deal  with  contributions  actually  made  by  relatives, 
any  voluntary  contributions  actually  made  by  relatives  or  friends  are  to  be 
taken  into  account  by  the  State  in  determining  Medicaid  eligibility.     It  should 
be  noted,  however,  that  this  policy  is  not  related  to,  nor  does  it  affect, 
rules  on  deeming  of  income  for  purposes  of  determining  eligibility. 

The  law  and  regulations  permit  States  to  require  adult  family  members  to  support 
adult  relatives  without  violating  the  Medicaid  statute  by  the  use  of  a  statute 
of  general  applicability.     Such  contribution  requirements  are  permissible  as  a 
State  option.     There  are  two  legally  supportable  interpretations  of  section 
1902(a) (17) (D)  of  the  Act  upon  which  to  base  this  policy.     First,  if  support  is 
required  under  a  State  statute  of  general  applicability,  and  not  under  a  State 
plan  requirement  applicable  only  to  Medicaid  recipients,  the  statute  would  not 
violate  the  requirements  of  1902(a) (17) (D)  of  the  Act  that  a  State  plan  cannot 
take  into  account  the  financial  responsibility  of  relatives  other  than  parents 
or  spouses.     Second,  section  1902(a) (17) (D)  of  the  Act  can  be  interpreted  as 
prohibiting  only  the  "deeming"  of  income  (that  is,  the  assumption  that  income 
is  available  to  the  Medicaid  applicant  or  recipient  whether  or  not  it  is  actual- 
ly received),  except  in  limited  specified  circumstances.     Thus,  a  policy  which 
would  permit  States  to  consider  only  income  actually  received  even  though  relative 
contributions  are  required  by  a  general  support  statute,  would  not  be  in  violation 
of  section  1902 (a) (17) (D) .     Furthermore,  such  a  policy  is  consistent  with  section 
1902(a) (17) (B) ,  which  provides  for  taking  into  account  only  such  income  and  re- 
sources as  are  actually  available. 

Required  contributions  must  be  imposed  under  a  State  statute  of  general  appli- 
cability, and  cannot  be  imposed  just  as  a  State  plan  provision.     This  means 
that  the  law  cannot  limit  provisions  requiring  contributions  from  relatives. 
The  State  may  not  assume  that  these  funds  are  available,  nor  may  a  State  reduce 
its  payments  to  Medicaid  providers  in  anticipation  of  the  receipt  of  a  relative's 
payment.     Within  these  guidelines,  the  State  may  determine  who  is  a  relative, 
how  much  relatives  must  contribute  under  the  statute  of  general  applicability, 
and  the  methods  of  enforcement.     Amounts  actually  received  by  an  applicant  or 
recipient  as  a  result  of  a  State  support  statute  of  general  applicability  that 
requires  the  contribution  must  be  counted  as  income  in  determining  Medicaid 
eligibility. 
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challenged  in  court.  However,  the  Department  chose  not  to  pursue  a  regulatory 
change,  given  the  political  sensitivity  of  the  issue. 

This  report  will  not  review  all  the  controversy  which  surrounded  the 
issuance  of  the  transmittal  (Medicine  and  Health,  1983).     The  transmittal 
received  a  great  deal  of  attention  in  the  public  media,  largely  negative, 
although  a  few  articles  pointed  out  the  inequities  of  allowing  affluent  adult 
children  to  have  their  parents  supported  by  Medicaid  (Washington  Post,  1983). 
Congressman  Mario  Biaggi,  Chairman  of  the  Sub-Committee  on  Human  Services  of 
the  House  Select  Committee  on  Aging,  held  public  hearings  on  HCFA's 
interpretation  on  May  16,  1983,  (U.S.  House  of  Representatives,   1983).  Given 
the  strong  public  reaction  to  the  HCFA  transmittal,  several  States  which  were 
considering  enactment  of  family  responsibility  programs  backed  off,  including 
Indiana.     The  only  State  which  proceeded  to  implement  a  family  responsibility 
program  was  Idaho,  whose  experience  in  administering  its  program  is  described 
in  Chapter  6. 

5.2    Projected  Costs  and  Benefits  of  Family  Responsibility  Programs 

While  adult  children  of  Medicaid  nursing  home  residents  are  a  potential 
source  of  additional  revenue  to  offset  escalating  Medicaid  payments  for  nursing 
home  care,  very  little  research  has  been  conducted  on  the  potential  costs  and 
benefits  of  family  responsibility  programs.    The  decision  of  whether  or  not  to 
Implement  a  family  responsibility  program  clearly  depends  upon  the  amount  of 
cost  savings  which  a  State  might  expect  from  such  an  initiative.    This  section 
presents  available  information  on  projected  costs  and  savings. 

The  gross  revenues  generated  from  a  family  responsibility  program  would 
depend  upon  three  major  variables: 

•  The  total  number  of  adult  children  of  Medicaid  nursing  home  recipients  in  a 
State  who  could  potentially  contribute; 

•  The  amount  each  adult  child  would  be  assessed,  or,  more  specifically,  the 
distribution  of  assessment  amounts  among  adult  children;  and 

•  The  collection  rate. 

Net  savings  would  then  equal  gross  revenues  minus  administrative  costs. 


5.2.1    How  many  Medicaid  nursing  home  residents  have  adult  children? 

Accurate  data  on  how  many  nursing  home  recipients  on  Medicaid  have 
surviving  adult  children  are  not  available,  and  therefore  estimates  must  be 
used.     It  is  not  possible  to  use  available  data  on  the  total  elderly 
population,  since  research  has  shown  that  the  lack,  of  an  informal  support 
system  is  a  major  risk  factor  in  nursing  home  placement.     Therefore,  we  must 
look  to  specific  studies  on  the  institutionalized  population,  and  particularly 
the  institutionalized  Medicaid  population,  to  derive  estimates.     The  two  major 
sources  of  data  are  the  1977  Nursing  Home  Survey  and  the  1976  Survey  of 
Institutionalized  Persons. 


105 


The  1977  Nursing  Home  Survey  showed  that  14%  of  the  Medicaid  nursing  home 
population  had  never  married,  three  times  the  proportion  in  the  total  aged 
population.     The  data. also  showed  that  children  arranged  for  the  admission  of 
40%  of  all  Medicaid  recipients.     Thus,  the  best  estimates  we  can  derive  from 
the  1977  Nursing  Home  Survey  is  that  somewhere  between  40%  and  86%  of  Medicaid 
nursing  home  residents  have  living  children. 

It  is  possible  to  narrow  this  range  somewhat  using  data  from  the  1976 
Survey  of  Institutionalized  Persons  (SIP).     Nursing  home  residents  in  the 
survey  were  asked  to  name  their  closest  relative:  52%  named  a  son  or  daughter. 
However,  it  is  reasonable  to  assume  that  some  proportion  of  those  who  named  a 
spouse,  brother,  sister,  or  other  kin  as  their  closest  relative  also  had  adult 
living  children.    Therefore,  from  the  SIP  data  we  can  narrow  the  estimate  of 
how  many  Medicaid  nursing  home  recipients  have  living  adult  children  to  between 
55%  and  86%. 

The  upper  range  of  the  estimate  can  be  lowered  further  with  general 
population  data.    A  national  survey  of  the  non-institutionalized  aged  sponsored 
by  the  Administration  on  Aging  showed  that  20%  of  the  elderly  had  no  surviving 
children  (Shanas,  1979).     Since  the  number  of  Medicaid  nursing  home  recipients 
who  were  never  married  exceeds  the  proportion  within  the  total  elderly 
population  who  were  never  married  by  threefold,  we  can  decrease  the  upper  range 
of  the  estimate  by  at  least  another  5%.     This  further  narrows  the  estimate  of 
the  number  of  Medicaid  nursing  home  recipients  with  surviving  adult  children  to 
between  55%  and  75%. 

An  ingenious  method  for  estimating  the  number  of  Medicaid  nursing  home 
recipients  with  adult  children  was  used  by  the  State  of  Wisconsin  in  a  study  on 
the  potential  costs  and  benefits  of  a  family  responsibility  program  (Koskela, 
1983).      Obituary  columns  in  the  major  newspapers  of  Milwaukee  and  Madison  were 
reviewed  for  a  period  of  two  months  each  to  identify  persons  over  65  whose 
place  of  death  or  last  residence  was  stated  as  a  nursing  home.     The  number  of 
surviving  children  living  in  Wisconsin  was  then  recorded.    These  lists  were 
then  cross-checked  with  Medical  Assistance  records  to  identify  Medicaid 
recipients.     This  method  led  to  an  estimate  that  between  50%  and  65%  of  the 
Medicaid  nursing  home  population  had  adult  children  living  in  the  State  of 
Wisconsin.    The  low  estimate  (50%)  was  based  on  the  assumption  that  persons 
without  obituaries  had  no  living  children,  while  the  high  estimate  (65%) 
assumed  that  persons  without  obituaries  had  the  same  distribution  of  children 
as  persons  with  obituaries. 

From  these  various  data  sources,  we  believe  that  a  reasonable  estimate  of 
the  proportion  of  aged  Medicaid  nursing  home  recipients  with  at  least  one  child 
surviving  and  living  in  the  same  State  to  be  somewhere  between  55%  and  65%. 
Our  estimate-  is  somewhat  higher  than  previous  estimates,  which  often  claim  that 
50%  of  all  Medicaid  nursing  home  recipients  are  childless.     These  estimates  are 
often  based  on  a  small  research  study  of  130  Skilled  Nursing  Facility 
residents,  which  found  that  43%  had  never  been  married  (Brody,  1978). 

Better  data  on  the  family  situations  of  Medicaid  nursing  home  recipients 
will  be  available  shortly.     In  the  summer  of  1984,  the  Bureau  of  the  Census 
conducted  a  follow-up  of  the  1992  Long-Terra  Care  survey.     Although  the  1982 
sample  included  only  those  persons  with  long-term  care  needs  living  in  the 
community,  the  follow-up  sample  includes  two  institutional  cohorts. 
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Approximately  1,700  persons  who  were  not  included  in  the  1982  survey  because 
they  were  living  in  an  institutional  setting  were  interviewed,  and  complete 
information  on  their  family  situations  was  collected.     Second,  persons  who  were 
included  in  the  1982  sample,  but  who  were  subsequently  institutionalized 
between  1982  and  1984  were  also  interviewed.    Thus,  the  1984  Long-Term  Care 
Survey  will  provide  a  good  source  of  data  on  how  many  nursing  home  recipients 
on  Medicaid  have  surviving  children,  and  how  many  children  they  have.  Although 
data  were  collected  on  how  far  away  the  children  lived,  there  is  not  exact  data 
on  how  many  children  lived  within  the  same  State.     The  1984  Long-Term  Care 
Survey  is  expected  to  be  ready  for  analysis  by  the  end  of  1986. 

The  National  Center  for  Health  Statistics  is  also  conducting  the  1985 
Nursing  Home  Survey,  the  first  national  survey  of  nursing  homes  since  1977. 
The  resident  questionnaire  includes  a  question  on  whether  the  resident  has  any 
surviving  children,  but  does  not  ask  how  many  children  or  where  they  live.  The 
survey  does  elicit  extensive  information  on  the  recipient's  place  of  residence 
prior  to  entering  the  nursing  home,  and  if  they  were  living  in  a  household, 
extensive  information  on  the  characteristics  of  the  household.    Nursing  home 
operators  are  also  asked  to  identify  up  to  six  next  of  kin,  other  relatives,  or 
friends  for  each  nursing  home  recipient.     Thus,  although  data  on  the  family 
situations  of  nursing  home  recipients  included  in  the  1985  Nursing  Home  Survey 
will  not  be  totally  complete,  extensive  data  about  the  surviving  family  of 
recipients  will  be  available.    The  1985  Nursing  Home  Survey  will  be  ready  for 
analysis  sometime  in  1987. 

5.2.2    Potential  Contributions  from  Adult  Children 

The  potential  for  collecting  financial  contributions  from  adult  children  of 
Medicaid  nursing  home  recipients  is  related  to  their  ability  to  pay,  and 
therefore  to  the  income  distribution  of  the  population.     It  is  often  assumed 
that  the  incomes  of  children  of  nursing  home  recipients  on  Medicaid  are  skewed 
toward  the  low  end  of  the  income  distribution,  although  there  are  no  data  to 
support  this  assumption.    The  SIP,  in  fact,  showed  that  family  in  comes  of  the 
closest  living  relative  of  Medicaid  nursing  home  recipients  were  comparable  to 
family  incomes  of  private  pay  clients  (GAO,  1979). 

In  contrast  to  popular  belief,  most  family  responsibility  legislation  has 
proposed  only  a  modest  financial  burden  on  adult  children,  and  has  required 
contributions  only  from  adult  children  with  relatively  high  incomes.  For 
example,  legislation  proposed  in  the  State  of  Wisconsin  in  1983  required 
contributions  only  of  children  with  adjusted  gross  annual  incomes  in  excess  of 
$30,000.    The  Wisconsin  study  estimated  that  only  3.7%  of  adult  children  of 
Medicaid  nursing  home  recipients  would  be  assessed  for  payment  under  this 
legislative  proposal  (Koskela,  1983).     In  the  Idaho  Family  Responsibility 
Program,  as  discussed  in  Chapter  6,  a  third  of  all  responsible  relatives  were 
exempted  from  making  contributions,  based  upon  income  criteria,  and  the  median 
monthly  assessment  was  only  about  $40. 

5.2.3    Total  Projected  Savings 

Total  projected  savings  from  a  family  responsibility  program  depend  upon 
two  other  major  variables  which  are  difficult  to  project — the  collection  rate 
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and  administrative  costs.    An  estimate  made  by  HCFA's  own  Division  of  Cost 
Estimates  in  November  1981  projected  1983  Federal  Savings  of  only  $58  million, 
or  about  1%  of  Federal  nursing  home  expenditures >    This  estimate  assumed  that 
only  25%  of  adult  children  would  make  a  contribution,  and  that  administrative 
costs  would  amount  to  70%  of  gross  savings  (HCFA,  1981).     As  discussed  in 
Chapter  6,  Idaho  collected  only  about  $31,000  from  responsible  relatives  six 
months  into  program  implementation,  although  collections  were  rising 
substantially  when  the  program  was  terminated.     Nonetheless,  it  is  reasonable 
to  assume  that  net  savings  from  family  responsibility  programs  would  offset 
only  a  small  percentage  of  Medicaid  nursing  home  costs  unless  States  not  only 
assessed  upper  income  families  but  also  imposed  significant  assessments  on 
families  of  moderate  income.     For  example,  the  Wisconsin  study  concluded  that 
in  order  to  reduce  Medicaid  expenditures  for  nursing  home  care  by  5.7%,  the 
annual  assessment  for  each  adult  child  would  have  to  average  nearly  $800. 

Savings  from  family  responsibility  programs  also  depend  upon  the  ability  of 
States  to  collect  from  adult  children  living  in  other  States.     As  discussed  in 
Chapter  6,  almost  half  of  all  identified  responsibile  relatives  of  Idahoan 
nursing  home  recipients  on  Medicaid  did  not  live  in  Idaho,  and  the  State's 
ability  to  collect  from  out-of-State  relatives  was  limited;  only  10%  complied 
with  their  assessments.     Idaho  had  hoped  that  other  States  would  pass  similar 
legislation,  and  that  reciprocal  agreements  could  be  worked  out  between  States 
to  enforce  collections  from  out-of-State  relatives. 

The  incentive  to  States  to  implement  family  responsibility  programs  is  also 
lessened  by  the  fact  that  just  over  half  of  all  collections  received  from 
responsible  relatives  would  have  to  be  returned  to  HCFA.     Due  to  FFP  rates,  the 
Wisconsin  study  pointed  out  that  for  every  dollar  collected  from  a  family 
member,  Wisconsin  would  keep  only  $  .43,  while  the  remaining  $  .57  would  be 
returned  to  the  Federal  government.     Consequently,  the  recommendation  of  the 
Wisconsin  study  was  that  no  child  liability  for  the  care  of  parents  in  nursing 
homes  be  required. 

However,  the  real  savings  from  family  responsibility  programs  might  not  be 
derived  from  actual  collections,  but  from  their  deterrent  effect  on  new  nursing 
home  admissions.     Some  claim  that  if  families  knew  that  they  would  have  to  pay 
for  a  portion  of  the  nursing  home  cost,  they  may  be  less  disposed  to  placing 
their  elderly  parent  in  a  nursing  home.    Historical  data  suggest  that  the 
deterrent  effects  of  filial  responsibility  laws  in  the  Old  Age  Assistance 
program  were  substantial.     Schorr  states: 

"On  the  whole,  it  appears  that  substantial  savings  lie  not  in  what  is 
contributed  to  0AA  recipients,  but  in  the  effect  that  filial 
requirements  have  in  deterring  old  people  from  applying — either 
because  they  would  be  ineligible  or  because  they  are  not  willing  to 
have  their  children's  resources  looked  into.     This  seems  evident  from 
the  experience  of  States  that  have  revised  their  support 
requirements.    Repeal  of  relatives'  responsibility  in  Washington  and 
Texas,  for  example,  was  followed  by  a  large  increase  in  caseloads." 
(Schorr,  1960). 

Schorr  also  cites  evidence  from  other  States  which  revived  filial  support 
laws  and  subsequently  experienced  dramatic  declines  in  OAA  caselaods  and 
expenditures.     Schorr,  like  others,  felt  that  the  pride  of  not  wanting  to 
become  financial  burdens  on  their  children  was  a  strong  motivating  factor  in 
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deterring  poor  elderly  persons  from  seeking  public  assistance.     However,  it  is 
not  reasonable  to  automatically  assume  that  family  responsibility  programs 
would  have  an  equal  effect  in  deterring  elderly  persons  from  entering  nursing 
homes.     The  benefits  from  State  Old  Age  assistance  programs  were  meager  in 
comparison  to  Medicaid  benefits  received  for  nursing  home  care,  which  can  range 
up  to  $20,000  per  year.     Further,  while  some  proportion  of  the  Medicaid  nursing 
home  population  could  receive  care  in  alternative  settings,  for  others  nursing 
home  care  is  the  only  treatment  alternative.     It  is  not  just  a  matter  of 
seeking  public  assistance,  as  was  the  case  in  the  Old  Age  Assistance  program; 
it  is  also  a  treatment  decision. 

Even  if  family  responsibility  programs  were  shown  to  deter  nursing  home 
placements,  the  additional  issue  would  be  raised  of  whether  the  programs  were 
having  a  deleterious  impact  on  elderly  Medicaid  benef iciaires  in  need  of 
nursing  home  care.     Schorr  felt  that  the  major  impact  of  filial  responsibility 
laws  was  that  many  elderly  persons  chose  to  live  at  less  than  basic  subsistence 
rather  than  seek  financial  contributions  from  their  own  children.     One  possible 
impact  of  family  responsibility  programs,  therefore,  is  that  some  elderly 
persons  who  needed  institutional  care  might  refuse  to  be  placed  in  a  nursing 
home  if  they  thought  it  would  impose  a  financial  burden  on  their  children.  As 
discussed  in  Chapter  6,  this  was  one  of  the  major  arguments  of  the  opponents  of 
the  relative  responsibility  program  in  Idaho. 

5.3    State  Initiatives  in  Family  Responsibility 

During  the  1981-1982  recession,  many  States  were  under  extreme  pressure  to 
contain  Medicaid  costs.    At  that  time,  there  was  significant  interest  among 
States  in  the  potential  of  family  responsibility  programs  as  a  cost  containment 
measure.     This  interest  was  enhanced  by  the  expressed  support  of  family 
responsibility  programs  by  Administration  and  HCFA  officials.     In  addition  to 
Idaho,  family  responsibility  bills  were  proposed  in  Wisconsin,  Hawaii , 
Massachusetts ,  Colorado,  and  Indiana.     Several  other  States  established  task 
forces  to  investigate  the  issue  or  considered  implementing  pilot  programs  to 
test  the  feasibility  of  administration. 

Many  States  felt  that  the  HCFA  transmittal  did  not  go  far  enough  in 
providing  Federal  support  for  family  responsibility  programs.     The  transmittal 
took  the  position  that  States  could  only  collect  financial  contributions  from 
relatives  of  Medicaid  nursing  home  recipients  under  a  State  law  of  general 
applicability,  yet  did  not  specify  what  kind  of  legislation  would  meet  a  test 
of  general  applicability.     The  transmittal  was  ambiguous  as  to  whether  States 
could  restrict  family  responsibility  programs  to  relatives  of  Medicaid 
recipients  in  nursing  homes.     Further,  the  transmittal  explicitly  stated  that 
contributions  actually  received  "must  be  counted  as  income  in  determining 
Medicaid  eligibility"  (HCFA,   1983).     Treating  relative  contributions  as 
recipient  income  in  Medicaid  eligibility  determination  procedures  is  extremely 
cumbersome,  as  discussed  in  greater  depth  in  Section  5.5.     This  statement 
consequently  dampened  States'  enthusiasm  in  pursuing  family  responsibility 
programs  as  a  Medicaid  policy  option.     Idaho,  in  fact,  chose  not  to  treat 
relative  contributions  as  recipient  Income,  but  rather  as  a  third  party 
liability,  and  planned  to  argue  this  issue  with  HCFA  directly  if  challenged. 
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The  ambiguity  of  the  HCFA  transmittal,  combined  with  the  strong  public 
reaction  to  its  issuance ,  led  many  States  to  back  off  from  their  consideration 
of  family  responsibility  programs.     The  Secretary  of  the  Department  of  Human 
Resources  in  Virginia,-  for  example,  wrote  Secretary  Heckler,  stating  that  while 
the  legislature  and  the  Department  were  in  support  of  family  responsibility, 
Virginia  felt  that  it  could  not  pursue  the  matter  further  unless  Congress 
specifically  amended  Medicaid  statutes  to  support  State  family  responsibility 
programs.     Similarly,  Colorado  wrote  Secretary  Heckler,  stating  that  it  could 
not  proceed  with  its  initiative  if  relative  contributions  would  have  to  be 
treated  as  recipient  income. 

States'  interest  in  family  responsibility  as  a  Medicaid  policy  option 
further  slackened  as  the  economy  moved  out  of  recession  into  a  healthy  recovery 
in  1983  and  1984,  and  the  pressure  on  State  Medicaid  budgets  lifted. 
Consequently,  at  present  (February  of  1986),  there  is  no  State  legislative 
activity  in  this  area. 

Mississippi  took  an  altogether  different  approach  to  implementing  a  family 
responsibility-type  program.     Instead  of  enacting  legislation  requiring  adult 
children  to  support  their  elderly  kin,  Mississippi  simply  amended  its  State 
Medicaid  plan  to  reduce  its  coverage  of  nursing  home  services  to  one  day  less 
than  the  number  of  days  in  any  given  month.     In  other  words,  Medicaid 
recipients  in  nursing  homes  would  not  be  covered  by  Medicaid  for  one  day  each 
month.     This  approach,  in  essence,  required  nursing  home  providers  to  collect 
the  charge  for  this  day  from  private  sources,  most  usually  the  recipient's 
family,  since  the  recipient,  by  definition,  did  not  have  the  disposable  income 
to  pay  this  charge  privately.     However,  HCFA  told  Mississippi  that  it  could  not 
implement  such  a  provision  on  a  monthly  basis;   it  could  only  stipulate  in  its 
Medicaid  plan  that  the  limit  on  nursing  home  coverage  was  353  days  per  year  (12 
less  than  total  coverage).     Mississippi  claimed  that  this  approach  would  defeat 
its  purpose,  since  many  families  would  not  be  able  to  pay  for  12  days  of 
nursing  home  care  in  a  lump  sum  once  a  year,  and  the  ability  of  providers  to 
collect  this  sum  would  decline  considerably.    Mississippi  appealed  HCFA's 
ruling,  but  lost  the  appeal  in  the  fall  of  1985,  and  was  forced  to  repeal  this 
State  plan  amendment. 

While  no  States  are  presently  collecting  financial  contributions  from  the 
adult  children  of  Medicaid  nursing  home  recipients  under  State  laws  of  general 
applicability,  several  States  collect  payments  from  spouses  and  parents  of 
Medicaid  nursing  home  recipients  under  such  laws.     Before  these  programs  are 
described,  it  is  necessary  to  reiterate  Medicaid  eligibility  policies  regarding 
the  deeming  of  income  from  spouses  and  parents.     In  the  35  States  which  follow 
SSI  eligibility  rules,  State  Medicaid  programs  cannot  deem  the  income  of 
spouses  and  parents  of  institutionalized  Medicaid  recipients  beyond  the  first 
month  of  institutionalization.     In  the  15  so-called  209(b)  States,  the  income 
of  spouses  and  parents  can  be  deemed  beyond  the  first  month  as  long  as  such  a 
policy  was  in  effect  prior  to  enactment  of  the  SSI  program  in  January  of  1972. 
In  our  survey  of  209(b)  States  conducted  for  Chapter  2,  we  found  that  few 
209(b)  States,  do,  in  fact,  have  more  restrictive  deeming  policies  than  SSI, 
and  even  in  the  few  States  which  do,  these  policies  are  loosely  enforced. 
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Several  States  do  collect  financial  liability  payments  from  spouses  and 
parents  of  institutionalized  Medicaid  recipients  under  general  State  laws, 
however. ^    The  existence  of  these  programs  appears  to  be  largely  unnoticed  by 
HCFA.     Since  1977,  Texas ,  under  its  Texas  Family  Code,  has  implemented  a  policy 
requesting  ineligible  spouses  to  contribute  to  the  cost  of  care  for  an 
institutionalized  spouse  (Texas  Department  of  Human  Resources,   1984).  Spouses 
are  required  to  contribute  one-half  of  their  gross  income  in  excess  of  a  fair 
standard  level  of  $363  per  month  and  an  earned  income  disregard  of  $85  per 
month.    The  assessment  is  done  by  Medicaid  eligibility  workers  during  initial 
application  for  Medicaid  eligibility,  although  the  spouse's  contribution  is  not 
considered  in  determining  the  recipient's  eligibility  for  benefits. 

The  number  of  spouses  making  contributions  in  Texas,  and  the  total  amount 
of  collections,  has  been  declining  in  recent  years.     In  July  of  1983,  $52,231 
was  collected  from  409  spouses.     In  July  of  1984,  $41,886  was  collected  from 
306  spouses.     By  December  of  1984,  only  285  spouses  contributed  a  total  of 
$37,555.     State  officials  attribute  this  decline  to  an  inflexible  State  policy 
which  does  not  permit  negotiation  of  spousal  contributions,  and  the  low  fair 
standard  level,  which  effectively  increases  the  amount  of  the  required 
contribution.    Consequently,  an  increasing  number  of  spouses  perceive  their 
required  contribution  as  unfairly  high,  and  refuse  to  pay  at  all.  Although 
spouses  who  refuse  to  contribute  are  sent  a  form  letter  stating  that  "possible 
legal  action  is  forthcoming,"  in  reality,  the  State  does  not  seek  court 
enforcement.    The  Department  is  considering  altering  Its  policy  to  revise  the 
formula  for  assessing  spouses,  which  would  reduce  the  required  contribution, 
but  increase  the  compliance  rate.    The  Department  does  not  presently  assess  the 
spouse's  assets  in  its  contribution  formula,  and  does  not  consider  the 
assessment  of  assets  as  a  feasible  policy  option,  given  the  difficulties  of 
administration  and  enforcement.    The  Department  is  also  considering  expanding 
its  program  to  require  parents  of  institutionalized  Medicaid  recipients  to 
contribute  to  the  cost  of  care. 

A  number  of  States  do  require  parents  of  developmentally  disabled  children 
receiving  publicly-supported  services,  including  ICF-MR  care,  to  contribute  to 
the  cost  of  care.    A  1983  survey  conducted  by  the  National  Association  of  State 
Mental  Retardation  Program  Directors  identified  eight  States  which  hold  parents 
financially  liable  for  services  provided  to  their  developmentally  disabled 
children.     We  were  able  to  collect  detailed  information  regarding  parental 
financially  liability  from  State  Mental  Retardation  Agencies  in  five  States: 
California,  Connecticut ,  1 1 linois ,  New  Jersey,  and  Pennsylvania. 

Since  the  programs  are  administered  by  these  States'  Mental  Retardation 
Agencies,  they  were  not  implemented  as  Medicaid  cost  containment  measures. 
Most  of  the  programs  were  implemented  prior  to  enactment  of  the  ICF-MR  program 
in  1972,  and  therefore  encompass  both  services  financed  under  Medicaid  and 
services  funded  entirely  by  the  State.     In  three  of  the  States,  only  parents 


As  discussed  in  Chapter  2,  States  which  retroactively  recoup  payments  from 
parents  and/or  spouses  of  institutionalized  Medicaid  recipients  need  not  do  so 
under  a  State  law  of  general  applicability.     In  other  words,  the  law  (or 
policy)  may  be  specific  to  Medicaid  recipients,  not  general  to  all  spouses 
and/or  parents  of  impoverished  persons  receiving  public  assistance. 
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of  children  in  State-operated  ICF-MR  facilities  were  financially  liable; 
parents  of  residents  in  privately-operated  ICF-MRs  were  not  financially  liable, 
despite  the  fact  that  the  State  was  paying  indirectly  for  the  services  under 
Medicaid.     In  all  five  States,  parental  financial  liability  stopped  once  a 
developmentally  disabled  child  reached  the  age  of  18,  and  in  Illinois,  parents 
were  only  financially  liable  for  a  maximum  of  12  years. 

California  clearly  operates  the  model  program  in  terms  of  efficiency  and 
collection  rate.     In  1985,  California  collected  almost  $3  million  in  financial 
contributions  from  parents  of  developmentally  disabled  children  receiving 
State-funded  services.-*    California's  collection  rate  exceeds  90%,  and  it 
conducts  a  strict  enforcement  program.     Unpaid  accounts  under  $1,500  are  taken 
to  small  claims  court,  while  accounts  in  excess  of  $4,000  are  taken  to  Superior 
Court.    The  California  judicial  system  has  consistently  backed  the  Department 
of  Developmental  Services  on  its  right  to  collect  from  parents,  so  there  is 
considerable  precedent  built  up  on  the  side  of  the  State. 

Only  two  other  States  could  provide  data  on  the  total  amount  of  money 
collected  from  parents  annually.     Connecticut  collected  $126,000,  Illinois 
about  $250,000.    Most  States  could  not  provide  estimates  on  compliance  rates. 
Maximum  contribution  amounts  ranged  from  $100  per  month  in  Illinois  to  $277  per 
month  in  Pennsylvania.     Illinois  has  recently  been  enjoined  by  the  courts  from 
recovering  payments  made  for  services  provided  in  privately-operated 
facilities;  it  -now  only  collects  contributions  from  parents  of  children 
residing  in  State-operated  institutions. 

Since  liability  amounts  are  collected  from  parents  by  the  Mental 
Retardation  Agency  in  these  States,  separate  agreements  had  been  worked  out  to 
reimburse  Medicaid  for  collections  received  from  parents  of  recipients  of 
Medicaid-f unded  services.     In  all  cases,  parental  contributions  collected  by 
these  States  were  treated  as  third  party  liabilities,  not  as  recipient  income. 

These  programs  are  of  interest  to  this  study  in  that  they  demonstrate  that 
some  States  do  collect  contributions  from  responsible  relatives  of  persons 
receiving  publicly-funded  services,  and  have  done  so  for  some  time.    At  the 
Federal  level,  the  Office  of  Inspector  General  in  HHS  recommended  in  1983  that 
SSI  and  Medicaid  legislation  be  amended  to  require  all  financially  able  parents 
to  contribute  to  the  cost  of  care  for  minor  children  residing  in  ICF-MRs  (HHS, 
Office  of  the  Inspector  General,  1983).    The  recommendation  was  based  on  a 
review  conducted  in  three  States  in  which  the  incomes  of  ICF-MR  recipients' 
parents  were  estimated  from  their  reported  occupations.     The  analysis  estimated 
that  if  financially  able  parents  were  required  to  contribute  an  average  of  $50 
per  month,  annual  savings  to  Medicaid  would  exceed  $20  million.     Although  HCFA 
believed  that  the  recommendation  deserved  further  examination,  it  also  pointed 
out  the  difficulties  which  could  arise  if  the  continued  eligibility  of  an 
ICF-MR  recipient  was  made  contingent  upon  parental  contributions,  and  the 
problems  involved  in  implementing  and  enforcing  such  a  provision.     To  date,  no 
further  action  has  been  taken  by  the  Department  on  this  matter. 


These  contributions  Include  liability  for  the  costs  of  non-Medicaid  funded 
services  as  well  as  Medicaid  services. 
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5.4    Treatment  of  Relative  Contributions  as  Recipient  Income  or  as  Third  Party 
Liability 


One  barrier  to  enactment  of  State  family  responsibility  programs  is  HCFA's 
interpretation  that  contributions  collected  from  adult  children  must  be  treated 
as  recipient  income,  rather  than  as  a  third  party  liability.     The  1983  HCFA 
transmittal  specifically  states: 

"Amounts  actually  received  by  an  applicant  or  recipient  as  a  result  of 
a  State  support  statute  of  general  applicability  that  requires  the 
contribution  must  be  counted  as  income  in  determining  Medicaid 
eligibility." 

Treating  contributions  from  adult  children  in  family  responsibility 
programs  as  recipient  income  would  be  a  cumbersome  process.     Since  the  State 
cannot  assume  that  adult  children  will  actually  comply  with  the  program,  then 
the  assessed  contribution  from  children  could  not  be  taken  into  account  at  the 
point  of  initial  application  for  Medicaid.    However,  once  financial 
contributions  were  actually  received  from  adult  children,  then  Medicaid 
eligibility  would  have  to  be  redetermined.    The  process  could  essentially 
require  the  State  to  redetermine  Medicaid  eligibility  every  time  a  check  was 
received  from  an  adult  child,  or  other  responsibile  relative. 

It  is  also  possible  that  some  Medicaid  recipients  would  be  made  temporarily 
ineligible  in  this  process.    Consider,  for  example,  a  Medicaid  nursing  home 
recipient  in  a  State  which  extends  Medicaid  eligibility  to  persons  receiving 
institutional  care  under  a  special  income  level,  the  so-called  "300%  rule." 
Assume  that  the  special  income  level  is  $853  per  month,  the  recipient's  income 
is  $750  per  month,  and  the  monthly  cost  of  nursing  home  care  is  $1,000  per 
month.    Under  normal  circumstances,  the  recipient  would  contribute  all  of  his 
or  her  income  to  the  cost  of  care,  except  for  a  personal  needs  allowance  of 
$25,  and  Medicaid  would  pay  the  nursing  home  provider  the  balance  between  the 
recipient's  contribution  and  the  total  monthly  charge,  in  this  case  $275 
[$1,000  -  ($75Q-$25)  -  $275]. 

Assume  that  under  a  State  statute  of  general  applicability  that  adult 
children  were  required  to  contribute  to  the  cost  of  care,  although  their  total 
contribution  could  not  exceed  the  Medicaid  payment  amount.    Also  assume  that 
this  recipient  has  two  adult  children,  each  of  which  is  assessed  a  contribution 
of  $60  per  month.    These  contributions  would  increase  the  recipient's  income  to 
$870  per  month  ($750  +  $120),  rendering  the  recipient  ineligible  for  Medicaid 
at  all.      However,  even  with  the  financial  contributions  from  the  adult 
children,  the  recipient  would  still  not  be  able  to  afford  to  pay  for  nursing 
home  care  without  public  assistance. 

Treating  financial  contributions  from  adult  children  as  third  party 
liability  payments  would  simplify  administration  of  family  responsibility 
programs  without  jeopardizing  the  eligibility  of  recipients.     There  is  both 
regulatory  support  and  historical  precedent  for  this  approach.     The  initial 
implementing  regulations  regarding  the  deeming  of  income  in  determining 
Medicaid  eligibility  made  it  clear  that  States  could  retroactively  recoup  money 
from  spouses  and  parents  for  medical  assistance  payments  under  general  State 
laws  (Federal  Register,  1977).     For  example,  in  response  to  a  comment  that 
since  SSI  prohibited  the  deeming  of  income  from  persons  who  do  not  live  in  the 
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same  household,  it  would  increase  the  financial  burden  on  States,  the 
regulations  stated: 

"The  added  costs  of  this  policy  are  considered  less  burdensome  for 
State  and  Federal  Governments  than  for  non-institutionalized  spouses 
and  parents  who  in  some  States  now  have  their  incomes  "deemed" 
available  to  recipients  indefinitely  without  any  test  of  actual 
availability .Also ,  the  regulation  does  not  preclude  States  from 
enforcing  laws  to  retroactively  recoup  (emphasis  added)  from 
responsible  relatives  medical  assistance  expenditures  paid  by  the 
State  on  behalf  of  recipients  (Federal  Register,  1977)." 

Later  on,  in  response  to  a  comment  that  the  new  deeming  regulations  were 
contrary  to  State  laws  specifying  the  financial  responsibility  of  relatives, 
the  response  is  made: 

"Federal  law  authorizes  the  establishment  of  Federal  standards  with 
respect  to  Medicaid  eligibility  determinations.    However,  the  Medicaid 
statute  does  not  preclude  States  from  enacting  laws  of  general 
applicability,  specifying  the  responsibility  of  spouses  and  parents 
with  respect  to  retroactive  recovery  of  the  costs  of  medical 
assistance  furnished  by  the  State  to  eligible  recipients." 

As  indicated  above,  a  number  of  States  are  collecting  contributions  from 
parents  and  spouses  of  institutionalized  Medicaid  recipients  retroactively,  and 
have  made  arrangments  with  HCFA  for  repaying  the  Federal  share  of  all  recovered 
payments.    The  State  of  New  Jersey  and  the  HCFA  Region  II  office  in  New  York 
addressed  this  issue  in  1977  in  regard  to  court-ordered  payments  from  parents 
of  persons  under  21  in  State  Psychiatric  Hospitals."    Specifically,  New  Jersey 
made  the  proposal  that: 

"Monies  actually  received  as  the  result  of  court  order  or  voluntary 
contribution  would  be  treated  as  a  recovery.    We  feel  this  is  the  only 
administratively  feasible  way  to  handle  eligibility  for  this 
population  because  of  the  irregularity  of  the  court  ordered  and 
parentally  contributed  funds.     To  do  otherwise  would  require  monthly 
eligibility  determinations  (State  of  New  Jersey,  1977)." 

In  its  response,  the  HCFA  (then  SRS)  Regional  Office  concurred: 

"We  see  no  legal  obstacle  precluding  the  Division  of  Public  Welfare's 
Institutional  Services  Section  from  determining  Medicaid  eligibility 
for  AFDC  or  Medicaid  only  by  using  only  the  actual  income  available  to 
the  child,  irrespective  of  court  order  of  (sic)  voluntary  parental 
contributions. 

"As  you  know  Title  XIX  does  not  preclude  a  State  from  enforcing  State 
laws  on  relative  responsibility  and  child  support  to  retroactively 
recoup  program  payments  made  on  behalf  of  the  recipient.     The  federal 
share  of  any  program  payments  recouped  must,  of  course,  be  refunded 
(SRS  Region  II,  1977)." 

Thus,  there  are  a  number  of  State  programs  which  are  already  treating 
financial  contributions  from  parents  and  spouses  of  institutionalized  Medicaid 
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recipients  as  third  party  payments.     On  the  other  hand,  States  which  choose  to 
implement  family  responsibility  programs  for  adult  children  of  Medicaid  nursing 
home  recipients  cannot  do  so  retroactively,  and  must  take  relative 
contributions  into  account  when  determining  Medicaid  eligibility.  This 
technical  barrier  is  a  major  obstacle  in  the  adoption  of  family  responsibility 
programs  by  States,  since  States  perceive  this  requirement  as  administratively 
complex  and  potentially  disruptive  to  recipients.     Idaho,  in  implementing  its 
Relative  Responsibility  program,  treated  relative  contributions  as  third  party 
payments,  and  planned  to  contest  this  issue  if  challenged  by  HCFA.  HGFA's 
position,  however,  is  that  recovery  of  financial  contributions  from  adult 
children  would  require  a  change  in  Medicaid  program  regulations. 

5.5  Discussion 

Over  the  immediate  future,  it  does  not  appear  that  family  responsibility 
programs  will  be  a  significant  factor  in  State  and  Federal  long-term  care 
financing  policy.     Public  opinion  appears  opposed  to  the  position  that  adult 
children  should  be  legally  liable  for  contributing  to  the  cost  of  care  for 
their  elderly  kin,  even  though  societal  values  of  filial  responsibility  remain 
strong.    The  trend  in  Federal  and  State  welfare  policy  over  the  last  twenty 
years  has  been  clearly  away  from  Incorporating  filial  responsibility 
requirements  into  eligibility  and  benefit  rules.     The  provision  of  income  and 
medical  assistance  to  the  nation's  elderly  no  longer  assumes  that  children 
should  be  "payors  of  first  resort."    Moreover,  research  has  substantiated  that 
the  elderly  prefer  to  receive  income  and  medical  assistance  from  government 
programs  than  from  their  own  children.    The  political  interpretation  may  be 
made  that  American  society  has  made  a  conscious  decision  that  the  costs  of 
nursing  home  care  for  the  nation's  elderly  should  be  borne  broadly  through  the 
structure  of  government,  not  by  the  families  of  nursing  home  recipients. 

Over  the  longer  term,  however,  the  politics  of  family  responsibility  may 
change.    As  discussed  in  Chapter  1,  the  demand  for  long-term  care  services  will 
grow  dramatically  over  the  next  generation,  creating  new  and  difficult 
pressures  on  State  and  Federal  financing  systems.    The  revived  interest  in 
family  responsiblity  as  a  long-term  care  policy  option  during  the  Medicaid 
funding  crises  of  the  1981-82  recession  may  be  a  precursor  of  future  events. 
As  long-term  care  costs  consume  an  ever-increasing  portion  of  State  Medicaid 
budgets,  and  if  other  long-term  care  policy  options,  such  as  home  and 
community-based  services,  do  not  prove  effective  in  containing  costs,  then 
family  responsibility  programs  may  again  receive  serious  consideration.    As  the 
following  case  study  of  Idaho's  Family  Responsibility  program  demonstrates, 
State  legislatures  may  enact  family  responsibility  laws,  despite  strong 
political  opposition,  if  other  long-term  care  cost  containment  options  have 
been  explored  and  proved  wanting. 

The  strongest  advocates  of  family  responsibility  programs  are  often  State 
Medicaid  administrators  and  policymakers  who  are  being  forced  to  allocate 
increasingly  constrained  resources  through  Medicaid  eligibility  and  service 
coverage  options.     Some  claim  that  the  rising  cost  of  nursing  home  care  has  led 
to  an  erosion  in  coverage  and  services  for  other  Medicaid-eligible 
populations.    They  articulate  the  point  of  view  that  it  was  not  the  intent  of 
Medicaid  to  become  a  "long-term  care  insurance  program  for  the  middle  class." 
The  fact  that  Medicaid  functions  as  long-term  care  insurance  for  a  wide  segment 
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of  the  elderly  population  has  been  cited  by  the  insurance  industry  as  a  major 
barrier  to  market  penetration  of  private  long-term  care  insurance  instruments 
(Long  Term  Care  Management,  1985).    Advocates  therefore  claim  that  family 
responsibility  programs  would  help  to  dissipate  the  perception  of  Medicaid  as  a 
long-term  care  insurance  program,  and  increase  incentives  for  the  elderly  and 
their  families  to  protect  themselves  against  the  catastrophic  costs  of 
long-term  care. 

Even  should  the  political  climate  change,  several  technical  barriers  to  the 
implementation  of  family  responsibility  programs  remain.     The  definition  of 
what  constitutes  a  law  of  general  applicability  remains  ambiguous.     Is  it 
possible  for  a  State  to  write  a  law  which  could  meet  a  test  of  general 
applicability,  yet  exclusively  apply  to  the  collection  of  financial 
contributions  from  adult  children  of  Medicaid  nursing  home  recipients?  Must 
States  also  enforce  collections  from  adult  children  of  elderly  persons 
receiving  hospital  care,  home  care,  and  other  Medicaid-f unded  services?  Can 
laws  of  general  applicability  be  written  which  apply  exclusively  to  the 
recovery  of  State  Medicaid  payments,  and  not  to  assistance  provided  under  other 
State  programs,  such  as  State  Supplementation  programs? 

HCFA's  articulated  position  in  the  case  of  Idaho  was  that  tests  of  general 
applicability  should  be  resolved  within  State  judicial  systems.  Consequently, 
even  if  State  legislatures  pass  laws  requiring  contributions  from  adult 
children  of  Medicaid  nursing  home  recipients,  as  occurred  in  Idaho,  such  States 
would  still  face  the  threat  of  being  sued  for  not  enforcing  collections  from 
adult  children  in  a  "generally  applicable"  manner.     If  States  cannot  write  and 
administer  laws  with  the  express  purpose  of  requiring  adult  children  of 
Medicaid  nursing  home  recipients  to  contribute  to  the  cost  of  care,  then  it  is 
unlikely  that  they  will  enact  and  enforce  more  broad-sweeping  family 
responsibility  policies.     The  only  other  policy  option  would  then  be  to  alter 
Federal  Medicaid  statutes  to  specifically  permit  the  recovery  of  Medicaid 
payments  from  adult  children  under  certain  circumstances. 

The  second  technical  barrier  to  the  implementation  of  family  responsibility 
programs  is  the  issue  of  whether  financial  contributions  actually  collected 
from  adult  children  may  be  treated  as  third  party  recoupments,  or  whether  they 
must  be  treated  as  recipient  income  In  determining  Medicaid  eligibility.  A 
ruling  by  HCFA  that  relative  contributions  do  not  have  to  be  treated  as 
recipient  income  would  in  itself  facilitate  the  enactment  of  family 
responsibility  programs. 

The  actual  cost  impacts  of  family  responsibility  programs  remain  difficult 
to  project.    Accurate  data  on  how  many  Medicaid  nursing  home  recipients  have 
surviving  adult  children  and  the  income  distribution  of  these  children  is  still 
lacking,  although  better  data  should  become  available  over  the  next  several 
years.    Available  data  suggest  that  the  percentage  of  elderly  Medicaid  nursing 
home  recipients  who  are  childless  is  substantially  greater  than  in  the  general 
elderly  population.     Our  estimate  is  that  between  35%  and  45%  do  not  have  adult 
children  living  in  the  same  State.     Enforcing  contributions  from  adult  children 
who  live  beyond  State  borders  is  extremely  problematic,  as  the  Idaho  program 
demonstrated.     A  significant  percentage  of  adult  children  would  also  be 
exempted  from  contributing  on  the  basis  of  income.     Contributions  required  of 
adult  children  who  are  not  exempted  are  also  likely  to  remain  modest.  Finally, 
family  responsibility  programs  will  necessitate  administrative  costs  to 
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identify  and  locate  adult  children,  make  assessments,  and  process 
contributions.     Consequently,  it  does  not  appear  that  the  direct  revenues 
generated  from  family  responsibility  programs  will  in  themselves  have  a 
significant  impact  on  containing  Medicaid  nursing  home  expenditures. 

The  indirect  impacts  of  family  responsibility  programs,  however,  could  be 
substantial,  if  they  had  a  significant  effect  on  deterring  new  nursing  home 
admissions.    Family  members  might  be  more  inclined  to  seek  non-institutional 
alternatives  to  nursing  home  placement  if  they  knew  they  would  be  financially 
responsible  for  part  of  the  cost  of  nursing  home  care.     The  elderly  themselves 
might  be  more  resistant  to  placement  if  they  felt  it  would  lead  to  a  financial 
burden  on  their  children.     However,  empirical  evidence  that  financial 
incentives  to  discourage  nursing  home  placement  or  to  encourage 
non-institutional  placement  actually  affect  the  decision-making  behavior  of  the 
elderly  and  their  families  is  altogether  lacking. 

If  family  responsibility  programs  would  indeed  have  a  deterrent  effect  on 
nursing  home  admissions,  then  legitimate  concerns  could  also  be  raised 
regarding  whether  elderly  persons  in  real  need  of  nursing  home  care  would  be 
routed  to  inappropriate  care  settings.     Some  researchers  feel  the  premature 
placement  of  elderly  kin  in  nursing  homes  is  not  the  greater  problem,  but 
rather  the  family's  unwillingness  to  relinquish  the  caregiving  role  (Noelker, 
1984).    Family  responsibility  programs  could  exacerbate  a  family's 
unwillingness  to  seek  institutional  placement,  even  when  nursing  home  care  was 
the  most  appropriate  solution. 

As  a  policy  option  for  containing  the  rising  costs  of  public  long-term  care 
expenditures,  it  is  clear  that  family  responsibility  rarely  tops  the  list  of 
any  legislator  who  would  have  to  support  it,  or  any  administrator  who  would 
have  to  enforce  it.     It  is  legitimately  perceived  as  a  significant  shift  in 
responsibility  from  government  back  to  the  families  of  elderly  persons  with 
long-term  care  needs.    Nevertheless,  there  are  those  who  contend  that  the 
public  sector  cannot  possibly  meet  the  increasing  demand  for  long-term  care 
services  over  the  next  fifty  years,  and  that  through  one  mechanism  or 
another — private  long-terra  care  insurance,  Social  Health  Maintenance 
Organizations,  home  equity  conversions— increased  private  sector  financing  of 
long-term  care  is  inevitable.     If  Medicaid  coverage  of  nursing  home  care 
continues  to  serve  as  a  barrier  to  development  of  these  private  sector 
alternatives,  then  policymakers  may  look  for  ways  to  dissipate  the  public's 
conception  that  they  are  already  insured  for  long-term  care  under  Medicaid.  In 
this  regard,  family  responsibility  programs  might  be  a  short-term  policy  option 
to  stimulate  the  purchase  of  private  insurance  mechanisms  by  the  elderly  and 
their  families.     If  these  private  sector  alternatives  were  successful  in 
reducing  the  burden  on  Medicaid  for  financing  nursing  home  care,  then  family 
responsibility  policies  could  again  be  phased  out  accordingly. 
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Chapter  6 

THE  IDAHO  RELATIVE  RESPONSIBILITY  PROGRAM 


From  October  of  1983  through  April  of  1984,  the  State  of  Idaho  implemented 
a  short-lived  program  to  collect  financial  contributions  from  the  responsible 
relatives  of  Medicaid-eligible  nursing  home  recipients.    Although  the  program 
was  supported  by  the  Idaho  Department  of  Health  and  Welfare,  which  administers 
the  State  Medicaid  program,  it  was  terminated  when  the  Attorney  General  of 
Idaho  rendered  an  opinion  that  the  Relative  Responsibility  Act  was  not  a  law  of 
general  applicability  and  therefore  out  of  conformance  with  Federal  Medicaid 
statutes.    Although  the  program  was  only  briefly  in  operation,  it  is  the  only 
example  of  a  State  program  to  collect  financial  contributions  from  the  adult 
children  of  nursing  home  recipients  receiving  public  assistance  from  Medicaid. 
The  following  case  study  of  Idaho's  Relative  Responsibility  program  is 
therefore  of  interest  to  the  current  policy  debate  on  family  responsibility. 

6.1  Background 

The  enactment  of  a  Relative  Responsibility  law  by  the  Idaho  State 
Legislature  is  related  to  a  set  of  circumstances  which  is  not  likely  to  be 
replicated  in  other  States.     Primary  among  the  causal  factors  was  the  State's 
urgent  need  to  control  Medicaid  expenditures  for  nursing  home  care.    As  a 
relatively  poor  State,  Idaho's  fiscal  situation  was  increasingly  pressured  by 
Medicaid  expenditure  increases,  over  which  it  seemed  to  have  little  control. 
Between  1975  and  1980,  total  Medicaid  spending  increased  from  $24.5  million  to 
$52.0  million,  an  Average  Compound  Rate  of  Growth  (ACRG)  of  16.3%.  This 
compared  to  a  nationwide  average  of  13.8%  ACRG  in  Medicaid  spending  over  the 
same  interval. 

Expenditures  for  nursing  home  care  comprised  a  disproportionately  large 
share  of  total  Medicaid  expenditures  in  Idaho.     In  1980,  payments  to  SNFs, 
ICFs,  and  ICF-MRs  constituted  58.2%  of  the  total  Medicaid  budget,  compared  to  a 
nationwide  average  of  42.2%.     This  disproportionate  share  of  total  Medicaid 
costs  being  used  for  nursing  home  care  is  in  part  due  to  the  limited  scope  of 
the  Medicaid  program  In  Idaho.     Only  a  few  of  the  optional  services  are  covered 
to  any  length.     Since  ICF  services  are  the  biggest  optional  service,  with  the 
least  limits,  it  comprises  a  larger  proportion  of  the  budget  than  in  other 
States  where  there  are  more  dollars  spent  on  optional  services. 

Further,  as  in  other  poor  States,  most  Idahoans  do  not  have  sufficient 
income  to  pay  for  their  own  nursing  home  care.     Approximately  60%  of  all 
nursing  home  residents  in  the  State  were  Medicaid-eligible,  despite  the  fact 
that  the  State  had  no  medically  needy  program,  and  had  set  its  special  income 
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level  for  Medicaid  eligibility  of  nursing  home  recipients  at  only  about  200%  of 
the  Federal  SSI  payment  standard.1 

In  1979,  the  Idaho  Department  of  Health  and  Welfare  (DHW)  had  to  request  a 
$7  million  supplemental  appropriation  for  Medicaid,  a  significant  sum  for  a  $50 
million  program.    As  a  result,  dramatic  changes  were  made  in  the  State's 
reimbursement  plan  for  nursing  home  care.     In  April  of  1980,  a  lawsuit  brought 
by  the  nursing  home  association  was  successful  in  nullifying  these  changes  and 
the  damages  awarded  included  retroactive  payment  for  costs  which  had  originally 
been  disallowed  between  June  1,  1979  and  April  1,  1980.     This  emphasized  the 
requirement  that  any  strategy  to  contain  Medicaid  cost  increases  would  have  to 
address  the  issue  of  long-term  care. 

After  the  loss  of  the  lawsuit,  the  State  legislature  formed  a  joint 
committee  in  1980  to  examine  policy  options.     Representatives  of  the  nursing 
home  industry  were  also  invited  to  testify  before  the  committee.     As  a  result 
of  the  committee's  work,  several  pieces  of  legislation  were  passed  in  1981  with 
the  intent  of  controlling  nursing  home  payments.     Changes  were  made  in  nursing 
home  reimbursement  policies,  including  the  imposition  of  some  caps  to  control 
overall  payments.    The  legislature  also  authorized  DHW  to  provide  coverage  of 
personal  care  services  under  Medicaid,  with  the  expectation  that  the  provision 
of  these  services  to  selected  individuals  would  deter  nursing  home  placements, 
thereby  saving  Medicaid  dollars. 

The  joint  legislative  committee  had  looked  into  the  issue  of  relative 
responsibility,  at  the  suggestion  of  both  the  nursing  home  industry  and  DHW,  as 
another  policy  option  worth  considering.     DHW  had  sought  clarification  from 
HCFA  regarding  under  what  circumstances  States  might  be  able  to  collect 
contributions  from  family  members,  but  received  what  it  perceived  as  only  an 
ambiguous  response.    As  an  alternative,  the  legislature  enacted  the  Voluntary 
Medicaid  Assistance  Act,  which  established  a  special  account  to  which  family 
members  of  nursing  home  recipients  could  contribute  voluntarily,  and  which 
would  be  eligible  for  Federal  matching  payments  under  Medicaid.     In  order  to 
increase  the  incentive  to  contribute,  the  legislature  made  these  contributions 
deductible  from  State  income  taxes. 

As  a  fourth  measure,  the  legislature  enacted  a  State  tax  incentive  program 
to  encourage  family  members  to  care  for  their  elderly  relatives  at  home.  The 
tax  measure  permitted  up  to  $1,000  in  annual  deductions  for  care-related 
expenses  for  an  elderly  relative  65  years  of  age  or  over  residing  in  the 
taxpayer's  home.^    The  committee  also  recommended  legislation  requiring  the 
pre-screening  of  all  nursing  home  patients,  but  this  legislation  was  not 
enacted. 


States  may  extend  Medicaid  eligibility  to  institutionalized  persons  who 
would  not  be  eligible  for  SSI/SSP  outside  of  an  institution,  on  the  basis  of 
income,  but  whose  incomes  fall  below  a  special  income  level,  which  cannot 
exceed  300%  of  the  Federal  SSI  benefit.     In  FY  1983,  26  States  covered 
individuals  in  this  category  under  Medicaid,  with  special  income  levels 
ranging  from  $532  per  month  to  $853.     At  $610,  Idaho's  special  income  level 
was  the  third  lowest  of  any  State  employing  this  eligibility  option. 

For  a  more  detailed  discussion  of  Idaho's  tax  incentive  program,  the  reader 
is  referred  to  Chapter  A. 
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There  were  high  expectations  for  the  Medical  Assistance  Account.     The  State 
nursing  home  association  agreed  to  help  in  marketing  the  idea  by  informing 
relatives  about  the  account,  placing  brochures  in  nursing  home  lobbies,  and 
even  sharing  in  the  cost  of  producing  the  brochure.     The  State  projected  that 
relatives  of  Medicaid  nursing  home  recipients  would  contribute  an  average  of 
$25  per  month  per  recipient.     Since,  at  any  one  time,  there  were  about  3,000 
persons  in  nursing  homes  receiving  Medicaid,  this  led  to  a  projection  of  about 
$900,000  in  contributions  each  year.     Since  Idaho's  Federal  matching  rate  was 
65.7%,  this  would  result  in  annual  Increased  revenues  for  the  Medicaid  program 
of  $2.6  million.     To  be  conservative,  official  estimates  cut  this  projection  in 
half. 

In  FY  1982  and  FY  1983,  a  total  of  about  $21,000  was  contributed  to  the 
Medical  Assistance  Account,  $3,000  of  which  was  contributed  by  the  State 
Senator  who  initially  pushed  the  idea — Senator  John  Barker,  chairman  of  the 
Senate  Health,  Education  and  Welfare  Committee — and  his  two  sisters,  on  behalf 
of  their  institutionalized  sister-in-law.     Further,  it  appeared  that  many 
Idahoans  were  taking  advantage  of  the  tax  deduction  provisions  of  the  Voluntary 
Medical  Assistance  Act  illegally.     According  to  the  State  tax  commission,  State 
residents  claimed  a  total  of  $109,453  in  deductions  for  contributions  to  the 
Medical  Assistance  account  in  1982  alone  (Bjornstad,  1984). 

Meanwhile,  the  fiscal  condition  of  the  State  was  getting  worse.     Due  to  the 
recession,  State  revenues  were  falling  far  below  projections.     In  1982,  the 
State  imposed  an  across-the-board  4  percent  cut  on  all  State  spending,  and 
required  State  employees  to  go  on  a  four-day  work  week  for  six  weeks  (IHPP, 
1983).    However,  Medicaid  expenditures  for  long-term  care  continued  to  rise: 
14%  between  1980  and  1981,  and  12%  between  1981  and  1982.     Thus,  the  political 
climate  was  ripe  for  enactment  of  a  Relative  Responsibility  law.     There  was  a 
temperament  among  many  State  legislators  that  if  families  wouldn't  voluntarily 
contribute  for  the  care  of  their  relatives  in  nursing  homes,  then  the  State 
would  make  such  contributions  mandatory. 

6.2    The  Relative  Responsibility  Law 

Several  other  events  further  increased  the  chances  for  enactment  of  a 
Relative  Responsibility  law.     The  chairman  of  the  House  Health  and  Welfare 
Committee,  Chris  Hooper,  who  had  been  struggling  with  the  problem  of  rising 
Medicaid  costs  for  nursing  homes  for  the  past  several  years,  learned  that  the 
executive  director  of  a  large  Boise  nursing  home  had  his  own  mother  as  a 
Medicaid  resident.     Not  only  was  this  person  not  contributing  to  the  cost  of 
caring  for  his  own  mother,  his  nursing  home  was  making  a  profit  on  her  with 
State  tax  dollars!     This  fact  was  widely  publicized  and  shifted  sentiment 
within  the  Legislature  for  passage  of  a  relative  responsibility  law. 

The  Director  of  the  Department  of  Health  and  Welfare,  Mr.  Les  Puree,  was  a 
major  supporter  of  the  legislation.     The  State  Medicaid  Director,  Ms.  Pennie 
Bjornstad,  was  also  a  supporter  of  relative  responsibility,  since  she  had  seen 
the  erosion  of  services  to  poor  families  dependent  on  Medicaid  as  a  result  of 
Medi  caid  turning  into  a  long— term  care  insurance  program  for  the  middle  class, 
and  increased  reliance  on  government  programs  in  lieu  of  family  support.     As  a 
member  of  the  State  Medicaid  Directors  Association  technical  advisory  group 
with  responsibility  for  having  technical  input  to  HCFA  on  current  Medicaid 
issues,  she  was  aware  of  Federal  efforts  to  define  the  relative  responsibility 
issue. 
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Through  Ms.  Bjornstad,  Representative  Hooper  learned  that  Federal  attitudes 
about  relative  responsibility  might  be  changing,  and  that  under  certain 
circumstances  States  might  be  allowed  to  require  responsible  relatives  to 
contribute  to  the  cost  of  care.     Consequently,  in  the  fall  of  1982, 
Representative  Hooper  began  drafting  a  Relative  Responsibility  bill,  in 
conjunction  with  DHW  and  Senator  Barker.     The  bill  was  submitted  to  the  State 
legislature  in  January  of  1983  as  part  of  the  Executive  Branch  Legislative 
package  which  had  the  Governor's  support. 

In  what  appeared  to  be  a  response  to  Idaho's  inquiry  about  its  relative 
responsibility  legislation,  HCFA  issued  in  February  1983  its  transmittal, 
clarifying  that  States  could  collect  financial  contributions  from  relatives  of 
nursing  home  recipients  under  State  laws  of  general  applicability. 
Representative  Hooper  thought  the  transmittal  did  more  to  "obfuscate"  the  issue 
than  clarify  it,  particularly  in  its  language  requiring  a  law  of  general 
applicability  without  defining  what  constituted  such  a  law.     Nevertheless,  he 
continued  to  push  for  passage  of  HB  28,  the  Relative  Responsibility  Act,  as 
originally  submitted. 

The  legislation  was  fiercely  debated  by  proponents  and  opponents. 
Opponents  included  the  State's  Senior  Citizen  lobby,  advocacy  groups  for  the 
mentally  retarded — since  parents  of  ICF-MR  recipients  would  also  be  required  to 
contribute— as  well  as  the  State's  own  Office  on  Aging,  which  argued  against 
the  bill  on  the*  following  grounds: 

©      The  majority  of  responsible  relatives  are  themselves  elderly  and  living  on 
reduced  incomes; 

•  The  bill  would  weaken  family  ties; 

•  The  bill  would  result  in  some  elderly  persons  being  inappropriately  kept 
out  of  nursing  homes  because  either  they  did  not  want  to  be  a  financial 
burden  on  their  family  or  because  the  family  did  not  want  to  have  to  pay 
for  a  part  of  the  cost; 

•  The  bill  would  not  be  as  cost-effective  as  expected;  and 

•  The  bill  did  not  conform  to  Federal  Medicaid  statutes. 

The  State  nursing  home  association,  which  had  been  one  of  the  original 
groups  to  suggest  a  relative  responsibility  program,  also  reversed  its 
position,  stating  that  the  bill  was  hastily  drafted  and  that  the  State  should 
wait  until  Federal  policy  was  further  clarified.     Proponents  of  the  bill 
claimed  that  nursing  home  operators  feared  the  bill  would  have  a  significant 
impact  on  reducing  their  market  by  deterring  nursing  home  placements.  The 
Idaho  Hospital  Association  lobbied  against  the  bill  because  of  its 
applicability  to  private  pay  patients.     They  were  concerned  that  the  language 
would  not  allow  them  to  charge  private  pay  patients'  relatives  for  any  amount 
over  the  Medicaid  rate.     The  State's  largest  newspaper,  the  Boise  Statesman, 
published  a  favorable  article  by  one  reporter  and  then  editorialized  against 
the  legislation. 

Despite  this  opposition,  circumstances  were  right  for  passage.  The 
legislature  was  strongly  conservative:     Republicans  outnumbered  Democrats  by 
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51-19  in  the  House  and  23-13  in  the  Senate.     Further,  about  30-35%  of  the 
legislators  were  Mormons,  who  maintained  strong  values  about  the  moral 
responsibility  of  children  to  care  for  their  parents  in  old  age.  Finally, 
previous  legislative  initiatives  to  control  long-term  care  expenditures  were 
not  working  as  expected,  and  there  was  a  feeling  that  something  had  to  be 
done.    Given  economic  conditions  at  the  time,  raising  taxes  was  not  a 
politically  feasible  option. 

During  legislative  debate,  several  compromises  were  reached.     In  the 
Senate,  the  language  of  the  bill  was  changed  to  make  the  law  apply  specifically 
to  nursing  home  recipients  on  Medicaid,  thereby  excluding  relatives  of  private 
pay  clients  from  financial  responsibility.    Although  DHW  and  the  bill's 
sponsors  recognized  that  this  amendment  might  jeopardize  the  bill's 
def ensibility  as  a  law  of  general  applicability,  it  was  considered  a 
politically  necessary  compromise.    The  potential  problems  that  could  result 
from  the  change  were  explained  to  the  committee.    DHW  also  felt  that  the 
amendment  could  also  be  defended  on  the  basis  that  there  was  already  a  law  in 
the  code  requiring  relatives  of  the  poor  to  provide  financial  support  "to  the 
extent  of  his  or  her  ability."    Although  the  law  was  passed  in  1896,  it  was 
still  being  used  as  the  basis  for  authority  to  pursue  child  support  under  a  law 
making  parents  of  children  receiving  public  assistance  legally  responsible  for 
their  support.     In  other  words,  it  was  already  being  used  as  a  general 
authority  for  a  specific  law  on  public  assistance  parental  responsibility. 
Consequently,  there  appeared  to  be  justification  that  the  Relative 
Responsibility  Act  simply  clarified  how  the  1896  statute  would  be 
operationalized  for  relatives  of  Medicaid  nursing  home  recipients. 

Other  amendments  included :     1)  capping  the  financial  liability  of  any 
single  responsible  relative  at  25%  of  the  total  Medicaid  payment  or  $250, 
whichever  was  lower;  2)  establishing  a  fair  hearing  process  for  relatives  who 
felt  they  had  special  reason  for  exemption  from  financial  responsibility,  for 
example,  if  the  relative  had  been  abused  or  neglected  as  a  child;  and  3) 
directing  DHW  to  negotiate  reciprocity  agreements  with  other  States  which 
adopted  similar  legislation,  in  order  to  facilitate  collections  from 
out-of-State  relatives. 

With  successful  compromise  on  these  amendments,  the  bill  passed  by  a  clear 
majority  of  43-25  in  the  House.    However ,  on  the  first  vote  in  the  Senate,  the 
bill  was  defeated  by  a  narrow  margin.     Senator  Barker,  one  of  the  bill's 
co-sponsors,  then  made  it  clear  to  his  colleagues  that  other  measures  would 
have  to  be  taken  to  reduce  Medicaid  long-term  care  expenditures,  particularly 
since  the  Senate  had  previously  approved  an  appropriations  bill  which 
incorporated  projected  savings  from  the  Relative  Responsibility  Act. 
Consequently,  on  a  second  Senate  vote,  the  bill  passed  by  a  narrow  two-vote 
margin. 

6.3    Implementation  of  the  Relative  Responsibility  Program 

Rather  than  establishing  specific  provisions  for  how  responsible  relatives 
would  be  assessed,  HB  28  directed  the  Department  of  Health  and  Welfare  to  draw 
up  draft  regulations  on  the  assessment  process  to  which  public  reaction  could 
be  elicited.    Draft  rules  had  been  presented  to  the  legislative  committees 
during  debate  of  the  legislation.    The  Department  drafted  new  rules  which 
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contained  a  number  of  alternatives  for  defining  total  available  income, 
permitted  deductions,  and  assessment  amounts.     These  alternatives  were 
presented  at  four  public  hearings  around  the  State  during  the  summer  of  1983. 

The  public  hearings  ended  up  being  more  of  a  forum  for  relatives  to  express 
their  discontent  with  the  Relative  Responsibility  law  than  an  opportunity  to 
provide  input  on  how  the  law  would  be  implemented.     Nevertheless,  DHW  proceeded 
with  drawing  up  implementing  regulations  which  determined  exactly  how 
responsible  relatives  would  be  assessed.    The  adopted  regulations  assessed 
responsible  relatives  as  follows: 

©      The  regulations  used  a  broad  definition  of  gross  income,  with  the  provision 
that  if  the  responsible  relative  was  living  with  a  spouse  who  was  not  a 
responsible  relative,  then  total  gross  income  would  be  divided  in  half. 
However,  if  both  were  responsible  relatives  (e.g.  parents  of  a 
developmentally  disabled  child),  then  total  combined  income  was  deemed 
available  * 

©      Allowable  deductions  included  medical  expenses,  court-ordered  child  support 
or  alimony  payments,  tuition  costs  for  legal  dependents,  contributions  to 
the  Medical  Assistance  Account,  and  direct  contributions  (over  $25  per 
month)  for  the  personal  needs  of  the  institutionalized  relative  for  whom 
the  individual  was  responsible. 

•      From  adjusted  gross  income,  an  additional  deduction  equal  to  the  Federal 
poverty  guideline,  adjusted  for  family  size,  was  allowed. 

©      The  annual  assessment  would  then  equal  4%  of  the  remaining  balance,  up  to 
the  following  maximums:     1)  $250  per  month;  2)  25%  of  the  total  Medicaid 
payment  amount;  or  3)  100%  of  the  total  Medicaid  payment  amount  divided  by 
the  number  of  identified  responsible  relatives.     For  example,  if  a  Medicaid 
nursing  home  recipient  had  five  adult  children,  no  single  child  would  be 
required  to  contribute  more  than  20%  of  the  total  Medicaid  payment  amount. 

The  implementing  regulations  went  into  effect  on  October  10,  1983. 
However,  DHW  had  been  gearing  up  for  program  implementation  for  several  months 
before,  since  there  was  pressure  to  begin  showing  collections  by  December.  The 
legislature  had  projected  annual  collections  of  $1.5  million,  based  upon  an 
average  monthly  assessment  of  $50  for  an  average  census  of  2,700  Medicaid 
nursing  home  residents. 

The  DHW  Bureau  of  Benefit  Payments,  Third  Party  Liability  Unit,  had 
responsibility  for  implementing  the  program.     From  previous  work,  DHW  already 
had  a  list  of  about  500  nursing  home  recipients  under  18  years  of  age, 
primarily  recipients  of  ICF-MR  care.     The  list  served  as  the  starting  point  for 
implementing  the  Relative  Responsibility  program.     The  500  names  were  sent  out 
to  DHW's  Regional  Eligibility  Examiners,  who  were  requested  to  complete  forms 
identifying  the  names  and  addresses  of  the  parents  of  these  recipients.  Since 
this  information  was  routinely  collected  during  the  eligibility  determination 
process,  it  was  already  available  in  client  files. 

Regional  Eligibility  Examiners  were  then  requested  to  identify  responsible 
relatives  of  all  other  Medicaid  nursing  home  recipients  at  the  time  of 
application.     For  current  residents,  the  Examiners  were  asked  to  collect  the 
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information  directly  from  clients  or  from  nursing  homes  in  the  course  of 
conducting  annual  Medicaid  eligibility  re-determinations. 

Once  Regional  Eligibility  Examiners  returned  these  forms  to  the  central  DHW 
office  in  Boise,  the  Third  Party  Liability  section  first  verified  the 
recipient's  Medicaid  eligibility  on  the  computer,  and  then  determined  the 
Medicaid  payment  for  nursing  home  care,  since  no  responsible  relative  was 
required  to  contribute  more  than  25%  of  the  Medicaid  payment  amount.     The  most 
current  payment  month  was  used  to  determine  the  maximum  assessment  amount. 

The  Third  Party  Liability  (TPL)  section  also  did  investigative  work  of 
their  own  in  identifying  responsible  relatives.     The  client's  file  often 
contained  the  name  of  only  one  son  or  daughter,  and  this  person  would  have  to 
be  contacted  for  the  names  and  addresses  of  other  potentially  responsible 
relatives.     In  many  cases,  phone  numbers  and  addresses  of  relatives  contained 
in  clients'  files  were  out  of  date,  and  TPL  had  to  use  directory  assistance 
extensively  to  locate  these  persons.     TPL  personnel  interviewed  for  this  study 
expressed  surprise  at  how  many  nursing  home  residents  had  lost  touch  with  their 
children.    They  told  one  story  of  a  son  who  didn't  even  know  his  mother  was 
alive,  since  he  hadn't  seen  her  in  30  years. 

Once  responsible  relatives  were  identified,  they  were  sent  a  First  Notice 
Letter.     The  letter  notified  relatives  of  their  financial  responsibility  under 
the  law  and  asked  them  to  provide  the  requisite  information  on  income  and 
allowable  deductions  on  an  attached  form.     In  lieu  of  completing  the  form, 
relatives  were  offered  the  option  of  returning  a  copy  of  their  latest  Federal 
tax  return.    DHW  could  not  request  a  copy  of  the  tax  return,  since  the 
confidentiality  of  tax  returns  are  protected  by  Federal  law.    The  letter  also 
informed  responsible  relatives  that  if  they  failed  to  return  the  form,  or  if 
they  failed  to  provide  the  requested  information,  that  they  would  be  assessed 
at  the  maximum  allowed,  $250  or  25%  of  the  Medicaid  payment  amount.  Finally, 
the  letter  notified  the  relatives  of  their  right  to  appeal  for  an  exemption, 
and  specified  the  criteria  by  which  an  exemption  could  be  granted. 

DHW  staff  said  that  the  first  draft  of  the  First  Notice  Letter  contained 
several  statements  which  were  public  relations  errors.     First,  it  was  unsigned, 
so  that  the  letter  had  the  quality  of  a  form  letter  from  "Big  Brother" 
government.     Second,  the  letter  included  an  attachment  which  explained  how 
assessment  amounts  would  be  determined,  as  an  example,  in  case  the  responsible 
relative  wanted  to  figure  out  what  his  or  her  assessment  would  be.  Many 
persons  Interpreted  the  addition  of  this  attachment  to  mean  that  they  were 
supposed  to  compute  their  own  assessment  amount  and  send  in  a  check  right  away, 
which  they  sometimes  did.     The  third  problem  was  in  telling  people  that  if  they 
failed  to  return  the  form,  they  would  be  assessed  the  maximum  of  $250  per 
month.    Many  people  focused  exclusively  on  the  $250  figure,  and  assumed  that 
this  would  be  their  assessment  amount.     This  led  to  many  angry  calls  to  DHW, 
and  required  a  lot  of  staff  time  to  clear  up  the  misunderstanding.  These 
problems  were  eventually  corrected  in  a  second  draft  of  the  First  Notice 
Letter. 

Responsible  relatives  were  given  15  days  to  respond  to  the  First  Notice 
Letter.     If  no  response  was  received,  TPL  sent  a  Second  Notice  Letter  by 
certified  mail,  to  which  the  responsible  relative  had  10  days  to  respond.  If 
no  response  was  made  to  the  Second  Notice  Letter,  relatives  were  assessed  the 
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maximum  payment  amount.     For  those  who  did  respond,  TPL  calculated  the 
assessment  amount  and  sent  out  an  assessment  notice.     Responsible  relatives 
were  only  assessed  beginning  with  the  month  in  which  they  received  an 
assessment  notice.     In  other  words,  even  though  the  program  was  implemented  in 
phases,  responsible  relatives  sent  assessment  notices  in  February  of  1984  were 
not  assessed  retroactively  to  October  of  1983,  when  the  program  first  came  into 
effect.     The  first  assessment  notices  were  sent  out  in  November  of  1983  and 
collections  began  to  come  in  December. 

During  the  first  few  months  of  implementation,  DHW  responded  to  several 
requests  from  nursing  homes  to  present  the  program  to  groups  of  relatives  of 
current  nursing  home  residents.     The  presentations  were  well  received  and  most 
attendees  commented  that  the  assessment  amounts  were  reasonable,  particularly 
in  light  of  the  amount  that  Medicaid  was  paying  each  month.     Many  of  these 
relatives  were  already  making  payments  for  some  services  that  Medicaid  did  not 
cover,  such  as  prescription  drugs  which  exceeded  $30  per  month. 

6 .4    Assessment  and  Collections 

The  Department  of  Health  and  Welfare  provided  various  data  on  the  operation 
of  the  Relative  Responsibility  program  regarding  assessments  and  collections. 
Since  the  data  were  collected  for  program  operations  rather  than  for  research, 
and  since  the  program  was  terminated  after  only  six  months  of  operation,  the 
data  provided  have  several  limitations,  as  will  be  made  apparent  in  the 
subsequent  discussion.     Nevertheless,  the  data  are  of  considerable  interest 
since  they  are  the  only  available  data  from  an  operational  relative 
responsibility  program.    Until  now,  both  proponents  and  opponents  of  relative 
responsibility  have  used  secondary  and  estimated  data,  as  well  as  broad 
assumptions,  in  projecting  the  impacts  of  a  relative  responsibility  program. 

Idaho's  Relative  Responsibility  program  was  terminated  on  March  23,  1984, 
when  the  State  Attorney  General  issued  an  opinion  that  the  law  did  not  conform 
to  Federal  requirements  of  general  applicability.     At  that  time,  TPL  estimated 
that  they  had  collected  information  about  the  responsible  relatives  of 
approximately  1,000  Medicaid  nursing  home  recipients,  or  about  one-third  of  the 
Medicaid  nursing  home  caseload  at  any  one  point  in  time.     Exhibit  6-1  provides 
data  on  the  status  of  the  program  as  of  March  7,  1984,  two  weeks  prior  to  the 
program's  termination. 

DHW  staff  said  that  the  program  was  just  really  gearing  up  when  it  was 
terminated.    Although  2,065  responsible  relatives  had  been  identified,  only 
about  two-thirds  of  these  had  been  sent  First  Notice  Letters.     Of  those  who  had 
been  contacted,  only  55%  had  been  mailed  assessment  notices  (either  based  on 
returned  assessment  forms  or  penalty  assessments,  when  no  form  was  returned). 
Of  those  who  had  been  mailed  assessments,  only  about  one-third  had  actually 
made  a  payment  as  of  March  7.     It  is  difficult  to  know  how  many  would  have  made 
a  payment,  since  many  relatives  were  due  to  make  their  first  payment  when  the 
Attorney  General's  decision  was  announced. 

Although  Exhibit  6-1  shows  that  only  20%  of  all  identified  Medicaid  nursing 
home  recipients  had  no  responsible  relatives,  this  statistic  is  inflated  due  to 
the  fact  that  DHW  had  first  identified  parents  of  children  under  18  in  nursing 
homes.     If  we  conservatively  assume  that  every  one  of  these  500  children  had  at 
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Exhibit  6-1 


Status  of  Idaho  Relative  Responsibility  Program 
as  of  March  7,  1984 

Total  number  of  Medicaid  nursing  home  recipients  identified  1,006 

Identified  recipients  with  no  responsible  relatives  190  (19%) 
Identified  recipients  with  responsible  relatives  816  (81%) 

Number  of  responsible  relatives  identified-^  2,065 

Number  of  First  Notice  Letters  sent  1,304 

Number  of  Assessment  Notices  mailed  (includes  94  penalty  assessments)  716 

Number  of  responsible  relatives  making  payments  262 


Source:     Idaho  Department  of  Health  and  Welfare. 


least  one  living  parent,  then  the  data  suggest  that  about  60%  of  the  remaining 
recipients  (elderly  nursing  home  residents)  had  living  responsible  relatives 
(which  could  be  identified).    This  percentage  is  more  in  line  with  the 
estimates  derived  in  Chapter  5. 

Another  important  statistic  is  that  about  48%  of  all  identified  responsible 
relatives  lived  out-of-State.    DHW  made  as  much  effort  to  locate  and  assess 
relatives  who  lived  out-of-State  as  in-State  residents,  but  were  much  less 
successful  in  receiving  collections  from  out-of-State  relatives.     Payments  were 
received  from  only  about  10%  of  out-of-State  relatives  sent  a  First  Notice 
Letter. 

The  Department  also  got  its  most  vehement  responses  from  out-of-State 
relatives.     In  several  instances,  a  First  Notice  Letter  was  responded  to  by  a 
letter  from  the  relative's  attorney,  claiming  that  the  State  had  no  legal 
jurisdiction  to  enforce  its  assessment.    As  previously  mentioned,  the  State  had 
hoped  that  other  States  would  pass  similar  legislation,  and  that  reciprocal 
agreements  between  States  would  help  to  increase  the  collection  rate  from 
out-of-State  relatives.    The  Department  was  also  contemplating  trying  to 
determine  which  out-of-State  relatives  who  were  not  complying  owned  property  in 
Idaho,  so  that  liens  could  be  put  on  their  property  as  an  enforcement  measure. 
However,  this  strategy  was  never  implemented. 

Compliance  among  in-State  residents,  on  the  other  hand,  was  relatively 
high.     The  greatest  problem  revolved  around  the  misperception  that  everyone  was 
required  to  contribute  $250  per  month,  regardless  of  income.  This 
misperception  had  been  fueled  both  by  the  press  and  by  the  First  Notice  Letter, 
and  DHW  had  to  do  a  lot  of  public  relations  to  counteract  it.     DHW  staff  said 


Parents  of  Medicaid  nursing  home  recipients  were  counted  as  a  single 
responsible  relative. 
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that  if  an  in-State  relative  returned  the  assessment  form,  then  compliance  in 
making  payments  was  extremely  high.     When  responsible  relatives  received  their 
actual  assessment  notices,  most  were  relieved  to  find  that  the  assessment 
amount  was  much  lower -than  they  had  anticipated,  and  they  therefore  paid  their 
assessment  amount  without  resistance . 

Only  45  in-State  relatives  had  been  recalcitrant  in  making  payments,  and 
were  referred  to  the  Attorney  General's  Office  for  further  action.  Although 
there  was  some  concern  that  the  Relative  Responsibility  program  would  require 
additional  State  legal  staff  to  enforce  the  program,  others  claimed  that  if 
responsible  relatives  got  word  that  the  State  was  serious  about  enforcement, 
then  the  number  of  noncompllers  would  go  down  dramatically.    However,  no  action 
had  been  taken  on  the  45  noncompliers  at  the  time  the  program  was  terminated. 

Only  10  responsible  relatives  appealed  for  an  exemption  from  assessments 
based  upon  the  criteria  specified  in  the  legislation.     All  but  one  of  these 
appeals  were  granted  by  the  Department. 

Of  additional  interest,  are  data  on  the  incomes  of  responsible  relatives, 
since  it  is  generally  unknown  whether  the  relatives  of  Medicaid  nursing  home 
recipients  have  lower  incomes  than  the  general  population.     Exhibit  6-2  shows 
the  distribution  of  annual  gross  incomes  of  751  responsible  relatives  who 
returned  assessment  forms  in  response  to  the  First  Notice  Letter.     The  data  may 
not  be  representative  of  all  responsible  relatives  of  Medicaid  nursing  home 
recipients  in  Idaho  due  to:  1)  the  incomes  of  parents  of  Medicaid  nursing  home 
recipients  are  over-represented,  while  the  incomes  of  adult  children  are 
under-represented;  2)  the  incomes  of  in-State  relatives  are  over-represented  in 
comparison  to  out-of-State  relatives;  and  3)  the  incomes  of  persons  who  refused 
to  complete  assessment  forms  may  differ  from  those  who  did.     However,  assuming 
that  the  data  are  representative  of  all  responsible  relatives,  the  distribution 
of  incomes  of  responsible  relatives  did  not  differ  substantially  from  the 
overall  income  distribution  of  Idahoan  households,  according  to  census  data. 


Exhibit  6-2 


Distribution  of  Gross  Incomes  of  Responsible  Relatives 
Who  Returned  Assessment  Forms 


Gross  Income 


n 


$20,000  or  less 
$20,000  to  $29,999 
$30,000  to  $39,999 
$40,000  or  more 


472 
136 
95 
48 


63% 
18% 
13% 
6% 


Total 


751 


100% 


Source:     Idaho  Department  of  Health  and  Welfare.     Data  shown  represent 
assessment  forms  returned  as  of  March  6,  1984. 
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Exhibit  6-3  presents  data  on  the  distribution  of  assessment  amounts  for  the 
716  assessments  which  had  been  mailed  as  of  March  14,  1984.  Approximately 
one-third  of  all  responsible  relatives  were  not  required  to  contribute  at  ail , 
since  their  adjusted  incomes  fell  below  the  Federal  poverty  level  (relatives 
with  monthly  assessments  of  $5  or  less  were  also  exempted  from  contributing). 
Very  few  relatives  had  high  assessment  amounts.     About  80%  of  the  assessments 
over  $150  per  month  represented  penalty  assessments  for  persons  who  had  not 
responded  to  the  First  or  Second  Notice  Letters  and  who  were  assessed  the 
maximum.     In  fact,  of  persons  who  were  required  to  contribute,  and  excluding 
penalty  assessments  (who  would  probably  not  contribute  unless  faced  with 
enforcement  procedures),  about  40%  were  required  to  pay  less  than  $25  per 
month,  and  about  75%  paid  less  than  $60  per  month.     For  all  responsible 
relatives  who  were  required  to  pay  something,  the  median  monthly  payment  was 
only  about  $40. 


Exhibit  6-3 

Distribution  of  Assessment  Amounts  Mailed  to 
Responsible  Relatives 


Assessment  Amount 

n 

% 

$0 

240 

33% 

$5  to  $15 

90 

13% 

$16  to  $25 

66 

9% 

$26  to  $35 

55 

8% 

$36  to  $60 

74 

10% 

$61  to  $100 

41 

6% 

$101  to. $150 

35 

5% 

$151  to  $200 

44 

6% 

$201  to  $250 

71 

10% 

Total 

716 

100% 

Source:     Idaho  Department  of  Health  and  Welfare.     Data  show  assessment  notices 
mailed  as  of  March  14,  1984 ,  not  necessarily  paid.     Most  assessments 
over  $150  per  month  were  penalty  assessments. 

As  shown  in  Exhibit  6-4,  the  Relative  Responsibility  program  collected  a 
total  of  $31,553  during  its  brief  period  of  operation.     Since  Idaho's  FFP  rate 
is  67.28%,  this  would  have  represented  only  $10,343  in  savings  to  the  State, 
since  the  remainder  would  have  had  to  been  returned  to  HCFA.     However,  the 
program  was  still  in  its  early  phases  of  implementation,  and  actually  received 
the  highest  level  of  collections  in  April  of  1984,  the  month  after  the  program 
had  been  terminated.     Given  that  the  responsible  relatives  of  two-thirds  of  the 
Medicaid  nursing  home  population  remained  to  be  identified,  and  that  the  State 
would  have  improved  upon  its  collection  rate  if  it  had  initiated  enforcement 
actions  for  noncompliers ,  collections  would  have  continued  to  rise  if  the 
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Exhibit  6-4 

Collections  in  the  Idaho  Relative  Responsibility  Program, 


By  Month  and  By  Source  of  Payment 


Month 


Collections 


Source  of  Payment 


% 


December  1983 
January  1984 
February  1984 
March  1984 


April  1984 
May  1984 


$  1,209 
5,205 
5,554 
7,872 
10,770 


Child  for  parent 
Spouse  for  spouse 
Parent  for  child 


under  age  18 


over  age  18 


23% 
20% 


55% 
2% 
43% 


943 

Total  $31,553 


Total 


100% 


Source:     Idaho  Department  of  Health  and  Welfare. 

program  had  remained  in  operation.    However,  it  is  unlikely  that  the  program 
would  have  reached  the  $1.5  million  in  annual  collections  that  was  originally 
projected,  since  the  average  assessment  amount  was  lower  than  projected  and  the 
proportion  of  relatives  who  lived  out-of-State ,  of  whom  only  a  small  percentage 
complied  with  the  program,  was  higher  than  originally  estimated. 

Children  of  Medicaid  nursing  home  recipients  made  55%  of  all  collected 
payments,  parents  of  developmentally  disabled  and  physically  disabled  children 
in  nursing  homes  made  43%  of  all  payments,  while  spouses  made  only  2%.  Since 
research  has  shown  that  nine  out  of  ten  elderly  nursing  home  recipients  are 
without  a  non-institutionalized  living  spouse,  and  because  the  incomes  of  these 
few  spouses  are  relatively  low,  it  is  not  surprising  that  such  a  small 
proportion  of  payments  were  made  by  spouses.    The  high  proportion  of  payments 
made  by  parents  is  explained  by  the  fact  that  parents  were  the  first 
responsible  relatives  to  be  identified  and  assessed  in  the  program's 
implementation,  and  because  parents  were  more  likely  to  be  living  in  the  State 
than  adult  children  of  elderly  nursing  home  recipients*     Although  data  are  not 
available,  parents  might  also  have  been  more  likely  to  comply  with  the  program 
than  adult  children.     The  proportion  of  payments  made  by  parents  would  have 
gone  down  had  the  program  continued  in  operation,  since  the  balance  of 
responsible  relatives  to  be  identified  and  assessed  were  largely  adult 
children. 


6.5      Program  Termination 

When  the  Relative  Responsibility  bill  was  initially  submitted  in  the  Idaho 
State  legislature  in  January  of  1983,  the  Department  of  Health  and  Welfare 
wrote  the  HCFA  Regional  Office  in  Seattle,  asking  for  an  opinion  as  to  whether 
the  bill  was  a  law  of  general  applicability  and  therefore  enforceable  under 
Federal  Medicaid  statutes.     The  Regional  Office  responded  by  saying  that  the 
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issue  of  relative  responsibility  was  being  referred  to  the  HCFA  Central  Office 
in  Baltimore  for  a  response.     In  February,  HCFA  released  its  transmittal, 
presenting  its  interpretation  that  States  could,  at  their  option,  collect 
payments  from  relatives  of  nursing  home  recipients  under  a  law  of  general 
applicability. 

However,  as  previously  discussed,  one  of  the  amendments  made  to  HB  28 
during  legislative  debate  was  to  make  it  specific  to  relatives  of  Medicaid 
recipients.    After  the  legislation  was  passed,  DHW  again  requested  an  opinion 
from  HCFA  as  to  whether  the  bill  met  a  test  of  general  applicability  in 
accordance  with  the  transmittal.     No  response  was  received.     In  September,  the 
HCFA  Regional  Office  wrote  DHW  stating  that  it  "entertained  reservations  about 
the  compliance  of  the  State's  proposed  program,"  but  said  that  it  was  awaiting 
a  response  from  the  counsel  of  HCFA's  Bureau  of  Eligibility,  Reimbursement  and 
Coverage  (BERC)  in  Baltimore. 

In  order  to  assure  that  the  program  was  in  compliance  with  the  HCFA 
directive,  DHW  then  asked  the  Department's  attorney  in  the  State  Attorney 
General's  office  to  render  an  opinion.     In  a  memorandum  sent  to  DHW  on 
September  14,  1983,  the  Deputy  Attorney  General  Indicated  that  although  the 
statute  applied  only  to  relatives  of  Medicaid  recipients,  that  it  still  met  the 
test  of  a  law  of  general  applicability.    The  memorandum  concluded: 

"As  Title  32  is  a  part  of  the  Idaho  Code  of  general  application  in  the 
area  of  domestic  relations  and  Section  32-1008A  [the  Relative 
Responsibility  statute]  has  no  relation  or  control  over  the  Idaho 
Medicaid  State  Plan  which  is  governed  by  Idaho  Code  56-202,  Idaho  Code 
32-1008A  is  a  law  of  general  application  which  would  not  violate 
Section  1902(a) ( 17 ) (D)  of  the  Social  Security  Act  and  is  consistent 
with  Section  1902(a)( 17)(b)  of  the  Social  Security  Act." 

With  this  interpretation  In  hand,  DHW  proceeded  to  implement  the  Relative 
Responsibility  program  on  October  10,  1983.    A  copy  of  the  memorandum  was  sent 
to  HCFA,  with  a  request  for  their  response,  but  again,  no  response  was 
received. 

Although  opposition  to  the  Relative  Responsibility  program  continued  from  a 
variety  of  sectors,  no  lawsuits  were  filed  on  behalf  of  responsible  relatives. 
If  sued,  DHW  had  planned  to  ask  that  HCFA  be  included  as  a  party  to  the  suit. 
This  would  have  allowed  a  forum  for  interpretation  of  the  Federal  directive  and 
would  have  provided  a  judicial  interpretation  of  a  "law  of  general 
applicability." 

Advocacy  groups  for  the  developmentally  disabled  initiated  an  attempt  to 
repeal  the  bill  In  the  1984  legislative  session,  but  a  tie  vote  in  the  Senate 
Health,  Education  and  Welfare  Committee  prevented  the  measure  from  reaching  the 
floor.     Parents  of  developmentally  disabled  persons  in  ICF-MRs  felt  that  they 
were  unfairly  burdened  by  the  program,  since  their  financial  obligations  would 
continue  indefinitely,  whereas  most  adult  children  of  elderly  nursing  home 
recipients  would  only  be  required  to  contribute  for  a  few  years,  until  their 
parent  died. 

Opposition  to  the  program  continued  to  be  expressed  by  legislators  who  had 
initially  opposed  the  legislation.     In  March  of  1984,  the  State  Senator  who 
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represented  the  district  where  the  single  State-owned  ICF-MR  facility  was 
located,  wrote  the  State  Attorney  General  requesting  that  he  examine: 

•  Whether  the  Relative  Responsibility  Act  conformed  with  Federal  laws 
regulating  the  use  of  Medicaid  funds; 

•  Whether  the  Act  was  facially  inconsistent  with  the  constitutional  right  of 
equal  protection  of  the  law;  and 

•  Whether  the  procedures  adopted  by  the  Department  of  Health  and  Welfare  to 
implement  the  Act  rendered  the  statute  constitutionally  infirm. 

In  his  response,  the  Attorney  General  contradicted  the  previous  opinion  of 
the  Deputy  Attorney  General,  stating  his  opinion  that  the  Act  was  not  a  law  of 
general  applicability,  on  the  basis  that  it  applied  only  to  relatives  of 
Medicaid  nursing  home  recipients,  rather  than  to  all  relatives  of  nursing  home 
recipients  who  could  not  afford  the  cost  of  care,  regardless  of  whether  or  not 
they  were  receiving  Medicaid.    The  opinion  concluded: 

"As  aforementioned,  Idaho  Code  32-1008A  is  applicable  only  to  Medicaid 
recipients.     Although  It  is  in  the  form  of  a  statute  rather  than  a 
Medicaid  plan,  we  feel  that  this  is  a  distinction  without  consequence 
in  that  the  net  effect  on  Medicaid  recipients  and  their  relatives  is 
identical  to  that  which  would  have  resulted  had  the  state  merely 
adopted  a  plan  which  required  contributions  solely  from  the  relatives 
of  Medicaid  patients.     It  is  our  opinion  that  the  limitation  of  the 
applicability  of  32-1008A  to  relatives  of  Medicaid  recipients  renders 
it  a  statute  of  special  rather  than  general  applicability  and,  as  a 
consequence,  we  believe  that  it  does  not  comport  with  the  requirements 
of  the  [HCFA]  transmittal  or  with  the  Social  Security  laws  which  the 
transmittal  attempts  to  interpret.    Therefore,  it  is  our  opinion  that 
Idaho  is  not  in  compliance  with  the  requirements  of  the  federal 
Medicaid  program." 

Although  the  opinion  went  on  to  speculate  upon  the  various  sanctions  which 
HCFA  could  impose  on  Idaho  for  noncompliance  with  Federal  Medicaid  statutes,  it 
admitted  that  it  was  difficult  to  predict  what  action  might  be  taken  "in  view 
of  the  interpretative  problems  inherent  in  the  relevant  federal  laws  and 
regulations."    The  opinion  stated  that  the  greatest  risk  lay  in  the  possibility 
that  the  State  would  be  sued  by  a  responsible  relative,  and  "that  the  end 
result  of  such  a  suit  would  be  the  issuance  of  an  injunction  declaring  that  the 
state  provision  may  not  be  enforced  so  long  as  the  state  continues  to  accept 
federal  funds  under  Medicaid." 

On  the  second  issue,  the  Attorney  General  rendered  an  opinion  that  the  law 
was  not  "facially  violative  of  equal  protection."    On  the  third  issue,  the 
Attorney  General  felt  that  it  was  not  appropriate  to  comment  on  the  State's 
implementation  of  the  program,  since  there  was  not  a  sufficient  history  of 
enforcement  to  venture  an  opinion  as  to  whether  the  State  was  implementing  the 
program  in  an  unconstitutional  manner. 

Proponents  of  the  program  stated  that  politics  played  a  major  factor  in  the 
Attorney  General's  decision.     The  Director  of  DHW,  Mr.  Les  Puree,  who  had 
originally  supported  the  legislation,  resigned  a  week  after  its  passage  to 
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accept  a  position  in  private  industry,  stating  that  his  desire  to  see  the 
legislation  enacted  had  been  a  primary  reason  for  not  resigning  sooner.  The 
new  DHW  Director  was  the  former  Director  of  the  State  Office  on  Aging,  who  was 
in  opposition  to  the  program.     In  preparing  his  response,  the  State  Attorney 
General  had  not  consulted  the  Deputy  Attorney  General  who  had  drafted  the 
original  memo  supporting  the  legality  of  the  law,  nor  DHW  staff  who  had 
conducted  the  original  background  research  on  Medicaid  statutes  during  the 
drafting  of  the  legislation. 

Upon  receiving  the  Attorney  General's  opinion,  DHW  immediately  suspended 
sending  out  new  assessment  notices,  although  it  continued  to  take  collections 
from  assessments  which  had  already  been  mailed.    On  March  26,  the  Director  of 
DHW  sent  an  urgent  letter  to  Secretary  Heckler,  requesting  that  HHS  make  an 
immediate  decision  as  to  whether  HHS  agreed  that  the  law  was  not  one  of  general 
applicability,  putting  Idaho  at  risk  of  being  determined  in  noncompliance  with 
Federal  Medicaid  law.    On  May  10,  1984,  the  HCFA  Administrator,  Carolyne  Davis, 
responded,  stating: 

"It  is  our  general  policy  of  long-standing,  to  defer  to  authoritative 
State  administrative  or  judicial  constructions  of  State  law.     In  light 
of  the  Attorney  General's  opinion,  we  therefore  conclude  that  Idaho's 
law  is  not  one  of  general  applicability.    We  do  note,  however,  that 
the  Attorney  General  has  suggested  modifications  which  would  address 
this  problem." 

Given  this  response,  DHW  decided  it  had  to  completely  terminate  the 
Relative  Responsibility  program  and  return  all  collected  payments.  Responsible 
relatives  were  mailed  a  letter  indicating  that  they  could  request  a  complete 
refund  of  all  payments,  a  partial  refund,  or  they  could  voluntarily  contribute 
all  the  payments  they  had  made  to  the  Medical  Assistance  Account.    Of  the  262 
separate  responsible  relatives  who  had  made  payments,  66  (25%)  asked  for  no 
refund,  and  14  (5%)  asked  for  a  partial  refund.    However,  those  who  asked  for 
no  refund  or  a  partial  refund  were  more  likely  to  have  paid  a  lesser  amount,  in 
total,  than  those  who  requested  a  refund  in  full. 

6.6  Discussion 

The  Idaho  Relative  Responsibility  was  enacted  under  an  unusual  set  of 
circumstances.    The  State  was  in  a  serious  fiscal  crisis,  due  to  the  1981-1982 
recession.    Medicaid  expenditures  for  nursing  home  care  had  been  identified  as 
a  budget  item  which  was  contributing  to  the  crisis,  and  preceding  efforts  at 
long-terra  care  reform  were  falling  short.     The  political  backlash  from  the 
failure  of  the  Voluntary  Medical  Assistance  Act  strengthened  the  argument  of 
proponents  who  claimed  that  relatives  would  only  contribute  if  they  were  forced 
to  do  so  by  State  law.     The  Governor,  as  well  as  key  legislators  and  State 
of ficials— namely  the  chairpersons  of  both  the  Senate  and  House  Health  and 
Welfare  Committees,  the  State  Medicaid  Director,  and  the  Director  of  DHW— were 
supporters  of  the  bill.     Since  raising  taxes  to  cover  supplemental 
appropriations  for  Medicaid  costs  was  not  a  viable  option  in  the  existing 
political  and  economic  climate,  there  was  a  consensus  among  the  entire 
legislature  that  substantial  reforms  were  necessary.     In  these  circumstances,  a 
greater  majority  of  legislators  were  in  a  frame  of  mind  to  resist  the  lobbying 
efforts  of  the  elderly  and  disabled  advocacy  groups  which  were  fighting  the 
bill.    The  fundamental  conservatism  of  the  State  legislature  also  increased  the 
probability  of  enactment. 
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Despite  the  political  and  environmental  factors  which  weighed  in  favor  of 
its  passage,  the  Relative  Responsibility  Act  still  only  passed  by  two  votes  in 
the  Idaho  Senate.     Although  the  bill  was  part  of  the  Governor's  legislative 
package,  and  the  Governor  was  a  Democrat,  most  of  the  Democrats  voted  against 
the  legislation.     One  wonders,  therefore,  whether  a  similar  set  of 
circumstances  would  ever  fall  into  place  in  other  States  to  the  point  that 
similar  legislation  would  be  enacted.     No  relative  responsibility  bill  has  even 
reached  a  full  legislative  vote  in  any  other  State. 

Proponents  of  the  Relative  Responsibility  Act  criticized  HCFA  for  not 
providing  greater  support,  and  felt  that  if  this  support  had  been  forthcoming, 
the  program  would  not  have  been  terminated.     Much  of  the  opposition  to  the 
program  focused  on  the  potential  for  Federal  penalties  if  Idaho's  law  was  not 
in  compliance  with  Federal  directives.     Idaho  had  hoped  to  clarify  the  legality 
of  the  legislation  in  any  lawsuits  filed  In  connection  with  the  program,  but 
none  were  filed.     Since  many  States  have  expressed  reservations  about 
implementing  relative  responsibility  programs  without  clarification  of  Federal 
support,  it  is  difficult  to  speculate  how  States  would  respond  if  Federal 
policies  were  promulgated  to  facilitate  State  operation  of  a  relative 
responsibility  program.    Most  States  do  not  use  the  authority  they  currently 
have  to  retroactively  recover  payments  from  parents  and  spouses  of 
institutionalized  Medicaid  recipients.    Of  course,  Federal  action  in  this 
policy  area  is  subject  to  the  same  political  constraints  which  exist  at  the 
State  level,  and  it  is  not  surprising  that  the  actions  of  the  Federal 
government  on  this  issue  appear  tentative,  given  the  strong  negative  reaction 
which  the  February  1983  transmittal  received  In  the  public  media. 

The  politics  of  relative  responsibility  are  strongly  influenced  by  the 
public's  perception  of  the  Medicaid  nursing  home  benefit.    The  principal 
argument  of  responsible  relatives  opposed  to  the  program  was  that  they  had 
already  paid  for  the  benefit  in  Federal  and  State  tax  dollars,  and  that  they 
shouldn't  be  taxed  twice  for  the  same  benefit.    This  argument  underscores  the 
difficulties  involved  in  cutting  back  or  retracting  an  entitlement  benefit.  In 
Idaho,  however,  the  choice  came  down  to  a  limited  number  of  options  in  which 
the  Relative  Responsibility  Act  was  considered  the  most  equitable  option.  When 
the  Act  first  failed  to  win  passage  in  the  Senate,  Senator  Barker  reminded  his 
colleagues  that  other  actions  would  have  to  be  taken  in  order  to  stay  within 
the  overall  budget,  and  that  the  only  other  alternative  at  that  point  was  to 
reduce  the  special  income  level  even  further  and  kick  about  700  nursing  home 
recipients  off  the  Medicaid  eligibility  rolls  altogether. 

Unfortunately,  the  Idaho  Relative  Responsibility  program  was  not  in 
operation  long  enough  to  give  a  clear  picture  of  what  its  impact  would  have 
been  over  the  long  term  in  containing  Medicaid  costs.     Official  projections 
were  that  the  State  would  collect  $1.5  million  annually  from  responsible 
relatives,  or  about  3.6%  of  FY  1983  expenditures  for  nursing  home  care.  Given 
the  large  proportion  of  responsible  relatives  who  were  found  to  be  living 
out-of-State  and  the  low  collection  rate  from  out-of-State  relatives,  this 
collection  goal  may  never  have  been  achieved. 

Assessment  amounts  were  also  somewhat  lower  than  originally  projected.  The 
determination  of  the  assessment  formula  was  based  primarily  on  considerations 
of  what  was  considered  fair  and  equitable,  rather  than  on  the  basis  of  reaching 
a  specified  revenue  level,  partly  because  the  State  didn't  know  how  many 
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responsible  relatives  actually  existed  or  what  their  incomes  were.     As  it 
turned  out,  about  a  third  of  the  relatives  identified  had  incomes  below  the 
established  threshold -level ,  and  were  not  required  to  contribute  anything.  Of 
those  who  were  required  to  contribute,  the  average  assessment  amount  was 
relatively  low,  about  $40  per  month. 

Representative  Hooper,  one  of  the  bill's  co-sponsors,  tried  to  implement  an 
amendment  to  the  bill  in  1984  to  eliminate  the  provision  which  reduced  the 
total  gross  income  of  a  responsible  relative  by  half  if  they  were  living  with  a 
spouse  who  was  not  a  responsible  relative.     This  amendment  would  have  increased 
revenues  by  essentially  requiring  a  responsible  relative  with  dependents  to 
contribute  at  the  same  rate  as  a  responsible  relative  with  no  dependents »  This 
amendment  was  not  approved.     In  retrospect,  Representative  Hooper  thought  that 
the  assessment  formula  should  have  been  skewed  more  towards  collecting 
contributions  from  relatives  in  the  higher  income  brackets,  and  that  there 
should  have  been  a  higher  threshold  below  which  no  contribution  was  required. 
However,  Idaho's  ability  to  collect  from  relatives  with  high  incomes  is 
substantially  less  than  other  States'  since,  in  Idaho,  only  27.2%  of  households 
have  incomes  over  $25,000,  compared  to  a  national  average  of  35.4%  (Census, 
1983). 

Actual  collections  from  relative  responsibility  programs  represent  only  a 
portion  of  total  savings,  however.     It  is  also  possible  that  some  families  and 
elderly  persons  would  not  seek  nursing  home  placement  in  the  first  place  if  it 
were  known  that  relatives  would  be  required  to  pay  part  of  the  cost.  Several 
DHW  officials  interviewed  for  this  study  said  that,  originally,  most  people 
expected  that  actual  collections  from  responsible  relatives  would  constitute 
the  major  fiscal  impact  of  the  program.     It  was  only  later  on  that  they  began 
to  realize  that  the  deterrent  effects  of  the  program  were  having  equal,  if  not 
greater,  impact. 

As  shown  in  Exhibit  6-5,  there  is  some  evidence  that  the  number  of 
applications  for  Medicaid  nursing  home  coverage  was  affected  by  the  Relative 
Responsibility  program.     Compared  to  the  periods  preceding  enactment  of  the 
program  and  following  termination,  the  number  of  applications  for  Medicaid 
nursing  home  coverage  declined  by  about  8%.     Proponents  of  the  program  believed 
that  families  were  more  likely  to  consider  alternative  placements  for  their 
elderly  kin,  such  as  in  a  board  and  care  home,  or  in  their  own  home.  Opponents 
admitted  the  program  was  having  a  deterrent  effect,  but  claimed  that  some 
persons  were  being  inappropriately  placed  in  lower  levels  of  care  than  they 
needed.     The  State  Nursing  Home  Ombudsman  stated  that,  at  a  minimum,  the 
Relative  Responsibility  program  should  have  been  combined  with  a  preadmission 
screening  program  for  board  and  care  homes,  to  ensure  that  elderly  persons  who 
required  nursing  home  levels  of  care  were  not  being  improperly  admitted. 

According  to  some  respondents,  the  Relative  Responsibility  program  was  also 
having  an  impact  on  inter-State  placements.    They  stated  that  before  the 
program  was  enacted,  there  were  a  significant  number  of  nursing  home  admissions 
coming  from  Idaho's  bordering  States:    Montana,  Wyoming,  Utah,  Nevada,  Oregon, 
and  Washington.    They  felt  this  was  related  to  the  ample  supply  of  available 
beds  in  Idaho,  whereas  nursing  homes  in  bordering  States  often  had  long  waiting 
lists. ^    Not  only  did  the  Relative  Responsibility  program  reduce  the  number 


This  may  be  one  reason  why  so  many  of  the  responsible  relatives  identified 
in  Idaho's  Relative  Responsibility  program  were  out-of -State  residents. 
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Exhibit  6-5 


Applications  for  Medicaid  Nursing  Home  Coverage  Before,  During 
and  After  the  Relative  Responsibility  Program's  Implementation 


Average  Monthly 
Applications 


Six  months  preceding  enactment  of  Relative 
Responsibility  law  (July-December  1982) 
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Nine  months  betweeen  enactment  of  law  and 
program  implementation  (January-September  1982) 
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Six  months  between  implementation  and  program 
termination  (October  1983-March  1984) 


98 


Nine  months  subsequent  to  program 
termination  (April-December  1984) 
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Source;     Idaho  Department  of  Health  and  Welfare,  1985. 

of  out-of-State  admissions,  they  claimed,  but  it  initiated  a  reverse  effect,  in 
which  Idahoan  families  were  beginning  to  seek  placement  for  their  elderly  kin 
across  State  borders.    However,  if  this  effect  proved  to  be  substantial,  and  if 
the  bordering  States  became  aware  of  it,  these  States  may  have  established 
various  mechanisms  to  protect  their  borders  from  such  out-of-State  placements. 
There  are  a  number  of  ways  which  State  Medicaid  programs  can  protect  themselves 
from  financing  services  for  out-of-State  residents,  although  the  degree  of 
enforcement  varies  from  State  to  State. 

In  conclusion,  Idaho's  Relative  Responsibility  program  was  enacted  in  a 
fiscal  and  political  environment  in  which  it  was  considered  one  of  the  last 
remaining  options  for  containing  Medicaid  long-term  care  expenditures.     It  was 
considered  more  equitable  than  eliminating  recipients  from  Medicaid  who  may  not 
have  had  any  family  to  help  pay  their  bills.     Because  of  these  pressures,  it 
was  approved  despite  heavy  lobbying  from  traditionally  powerful  constituents. 

In  the  current  economic  recovery,  the  pressures  on  State  Medicaid  budgets 
have  been  somewhat  relieved.     However,  if  other  alternatives  to  the  Medicaid 
nursing  home  benefit,  such  as  community-based  services  and/or  private  long-term 
care  insurance,  do  not  work  out,  or  if  a  cap  is  placed  on  total  Federal  funds 
available  to  a  State,  then  simple  demographics  dictate  that  the  fiscal 
pressures  of  rising  nursing  home  expenditures  are  going  to  become  more  and  more 
severe.     In  these  circumstances,  States  may  take  another  look  at  relative 
responsibility  as  a  viable  policy  option  for  increasing  revenues  and  containing 
costs.    The  experience  of  Idaho  suggests,  however,  that  State  legislatures  are 
unlikely  to  take  the  political  risks  of  enacting  a  relative  responsibility  law 
unless  Medicaid  spending  for  nursing  homes  reaches  this  kind  of  crisis  level. 
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Chapter  7 


SUMMARY  AND  CONCLUSIONS 


The  financing  and  delivery  of  long-term  care  services  for  our  growing 
elderly  population  will  be  a  priority  item  on  the  public  policy  agenda  over  the 
next  50  years.     In  response,  health  care  policymakers  are  giving  increased 
attention  to  the  development  of  long-terra  care  policies  which  can  meet  the 
demand  for  services  in  the  most  economic  and  efficient  manner.    As  that  demand 
continues  to  grow  in  the  coming  decades,  health  care  policymakers  will  have  a 
strong  interest  in  maintaining  the  strength  and  durability  of  the  informal 
caregiving  network  as  the  primary  provider  of  long-term  care  services.  This 
study  was  conducted  on  the  premise  that  long-term  care  policies  could  be 
designed  to  encourage  greater  sharing  of  caregiving  responsibilities  between 
government  and  family. 

However,  effective  policy  approaches  for  supporting  family  caregiving  are 
by  no  means  clear.    While  policymakers  may  agree  on  the  objective  of  supporting 
informal  caregiving,  pragmatic  approaches  for  allocating  public  resources  to 
promote  this  objective  in  a  fiscally  prudent  manner  remain  illusive.  As 
always,  resources  used  to  support  informal  caregivers  must  compete  with 
resource  demands  elsewhere  in  the  health  care  system.     For  example: 

•  Given  that  about  15%  of  the  nation's  elderly  long-term  care  population  do 
not  have  any  informal  caregivers  to  help  care  for  them,  and  must  turn  to 
the  formal  care  system  for  assistance,  how  should  public  resources  be 
divided  between  those  elderly  with  long-term  care  needs  who  do  not  have 
family  or  friends  to  help  care  for  them  and  those  elderly  who  do? 

While  policymakers  may  wish  to  provide  increased  support  to  informal 
caregivers,  government's  first  priority  is  to  assist  those  elderly  persons  who 
do  not  have  the  good  fortune  of  having  available  family  or  friends  to  help  care 
for  them.    Thus,  the  development  of  new  initiatives  to  support  family 
caregivers  must  address  the  trade-offs  of  distributing  resources  between 
long-term  care  recipients  with  family  caregivers  and  those  without. 

•  Policymakers  assume  that  policies  and  programs  could  be  developed  which 
would  Appreciably  affect  the  caregiving  behaviors  of  family  providers. 
While  the  expansion  of  public  support  for  family  caregivers  would  no  doubt 
bring  a  measure  of  relief  from  the  strains  of  caregiving,  empirical  data  on 
the  reel  Impacts  of  public  supports  for  informal  caregiving  are  lacking. 
Policymaksrs  are  proposing  a  variety  of  incentives  for  family  care  without 
any  real  idea  of  what  impacts  those  incentives  will  have  on  family 
caregiving  behavior. 
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There  are  those  who  believe  that  policymakers  probably  overestimate  the 
effects  of  public  policy  on  family  behavior: 

"The  independence  of  family  patterns  from  public  policy  is  more 
impressive  than  the  connections.     While  the  demise  of  filial  relations 
and  responsibility  has  regularly  been  reported  and  their  survival 
regularly  rediscovered,  parents  and  children  have  conducted  their 
affairs  with  each  other  without  attention  to  either  kind  of  news. 
Presumably  parents  and  children,  since  they  are  most  of  the 
population,  share  the  public  view  of  public  trends  but  without  mixing 
all  that  in  their  personal  living  arrangements.     Family  life  flows  on, 
untroubled  by  scholars  and  columnists."     (Schorr,  1980) 

Even  assuming  public  policies  do  have  a  demonstrable  effect  on  family 
caregivlng,  it  is  not  altogether  clear  what  interventions  are  most  effective. 
This  study  focused  on  financial  incentives  for  family  caregivers .     However,  the 
merit  of  financial  incentives  must  be  evaluated  in  light  of  research  which 
suggests  that  family  caregivers  express  a  preference  for  additional  public 
services ,  not  financial  support.    Horowitz  summarizes  the  results  of  her  survey 
of  family  caregivers  as  follows: 

"In  summary,  this  research  examined  preferences  for  social  and 
economic  supports  among  a  sample  of  203  family  members  currently 
providing  care  for  a  frail  aged  relative. .Evidence  from  both  this 
study  and  that  conducted  by  Sussman  clearly  indicates  that  those 
families  who  currently  confront  the  reality  of  caring  for  an  aged 
relative  prefer  service  over  economic  incentives  if  they  are  faced 
with  a  choice. .Furthermore,  there  is  little  empirical  support  for 
assuming  that  cash  payments  would  induce  an  otherwise  reluctant  family 
to  share  its  home  with  an  aged  relative  (Prager,  1978).     The  majority 
of  families  respond  voluntarily  to  the  needs  of  their  aged  members  to 
the  best  of  their  capabilities.     As  Sussman  (1977)  concludes,   '  [a]t 
best,  incentives  facilitate  the  process  and  make  it  easier  for  the 
already  committed  and  do  little  to  change  the  minds  of  the  refusers.'" 
(Horowitz,  1983) 

®     Although  poil@ym&k®rs  ar@  interested  in  using  public  resources  to 

encourage  family  caregivlng,  there  is  also  the  risk  that  the  expansion  of 
public  resources  and  services  for  family  caregivers  may  lead  to  reductions 
in  family  caregiving  through  "substitution  effects." 

Despite  extensive  research  on  the  role  of  informal  caregivers  in  providing 
long-term  care  services  to  the  nation's  elderly,  the  research  is  of  limited 
relevance  to  the  design  of  interventions  which  effectively  complement  the 
efforts  of  family  caregivers.     Specifically,   little  is  known  about  the 
inter-relationships  of  formally  provided  and  informally  provided  long-term  care 
services.     Do  family  members  lessen  their  efforts  if  formally  provided  services 
are  made  available?    Can  public  interventions  to  reduce  the  stresses  of  family 
caregiving  over  the  short  term  extend  the  length  of  time  which  families  are 
able  to  shoulder  the  caregiving  burden  over  the  long  term?     How  do  the 
caregiving  behaviors  of  adult  children  who  are  paid  providers  differ  from  the 
behaviors  of  adult  children  who  are  not  paid  with  public  funds?  Would 
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requiring  adult  children  to  be  financially  liable  for  their  parents'  nursing 
home  care  have  an  impact  on  deterring  nursing  home  placements  and,  if  so,  would 
there  be  deleterious  impacts  on  elderly  persons  who  need  nursing  home  care? 

The  results  of  the  Channelling  demonstration  evaluation  are  encouraging  in 
that  no  substitution  effects  for  primary  caregivers  were  found  at  12  and  18 
months  after  the  intervention  of  formally  provided  services.     These  results 
suggest  that  formal  services  are  more  likely  to  reduce  a  client's  unmet  needs 
than  substitute  for  services  which  had  previously  been  provided  by  family 
caregivers.    However,  some  substitution  effects  were  found  for  non-relative 
caregivers — neighbors  and  friends  (Mathematica  Policy  Research,  1985). 

Nonetheless,  policymakers  are  cognizant  of  the  dangers  involved  in 
providing  "too  much"  support.     Increased  intrusion  of  government  programs  into 
the  dynamics  of  informal  caregiving  arrangements  may  do  more  damage  than  good, 
particularly  if  normative  values  of  filial  responsibility  are  altered.  This 
report  is  being  written  at  a  time  when  Federal  welfare  policy  in  the  AFDC 
program  is  receiving  increased  criticism  for  the  deleterious  impacts  it  may 
have  had  on  the  parental  values  of  unwed  fathers.    Concerns  about  the  potential 
impact  of  increased  government  intrusion  into  the  family  through  public 
long-term  care  policy  may  be  unfounded,  or  equally  relevant. 

•     Given  that  all  family  caregivers  cannot  be  supported  with  public 

resources,  then  policymakers  must  decide  what  types  of  family  caregivers 
should  receive  support  and  which  should  not. 

Targeting  is  perhaps  the  area  where  this  report  makes  its  most  substantial 
contribution,  since  it  describes  how  existing  programs  have  made  these 
targeting  decisions  in  actual  practice.    For  example,  in  paying  family  members 
as  long-term  care  providers,  some  States  have  made  the  decision  that  family 
providers,  as  well  as  the  recipient,  have  to  show  financial  need.    Other  States 
pay  family  members  as  providers  regardless  of  their  income  level.     Some  States 
pay  family  members  only  as  a  last  resort,  if  agency-provided  services  are  not 
available. 

Tax  incentive  proposals  make  similar  decisions  about  how  resources  should 
be  allocated  among  different  informal  caregiving  arrangements.    Tax  deductions 
provide  greater  support  to  upper-income  taxpayers,  since  they  are  in  higher  tax 
brackets,  and  are  more  likely  to  itemize  their  deductions.    However,  if  the 
objective  of  tax  incentives  is  to  leverage  private  purchases  of  long-terra  care 
services  by  family  members,  then  tax  deductions  may  be  the  auspicious  approach. 
Tax  credits  provide  greater  benefits  to  low-income  households,  but  many 
low-income  households  do  not  pay  taxes,  or  take  full  advantage  of  tax  credits 
due  them.    The  existing  Child  and  Dependent  Care  Credit  favors  family 
caregivers,  who  work  outside  the  household,  and  hire  other  persons  to  provide 
care,  thereby  penalizing  family  caregivers  who  provide  care  themselves.  Other 
tax  incentive  proposals  have  targeted  specific  types  of  long-term  care 
disabilities,  such  as  families  who  care  for  elderly  kin  with  Alzheimer's 
disease,  since  it  is  presumed  that  these  families  are  shouldering  a 
particularly  heavy  caregiving  burden. 

Family  responsibility  programs,  on  the  other  hand,  are  concerned  with 
requiring  increased  sharing  of  financial  responsibility  by  upper  income 
families  who  have  elderly  parents  in  nursing  homes  receiving  public  assistance. 
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In  designing  assessment  procedures  in  its  Relative  Responsibility  program, 
Idaho  had  to  make  decisions  about  what  level  of  contribution  would  be  required 
by  different  types  of  responsible  relatives,  particularly  by  income.  For 
example,  it  decided  that  children  who  had  been  neglected  or  abused  by  their 
parents  should  not  be  made  responsible  for  their  care  in  old  age,  and  it 
implemented  procedures  to  accommodate  that  decision.     Second,  it  decided  that 
most  families  should  be  liable  for  only  a  modest  amount  of  the  total  cost  of 
care.     The  average  assessment  of  $40  per  month  on  families  was  far  below  the 
average  Medicaid  monthly  payment  of  $850  for  ICF  care  in  1983.     In  other  words, 
although  Idaho  was  clearly  shifting  some  financial  responsibility  back  to 
families  which  could  afford  to  pay,  it  still  retained  the  greater  share  of 
responsibility,  by  far. 

This  study  has  examined  three  options  for  sharing  caregiving 
responsibilities  between  family  and  government:     1)  paying  family  members  as 
long-term  care  providers;  2)  expanding  Federal  tax  incentives  for  family 
caregiving;  and  3)  requiring  responsible  relatives,  particularly  adult 
children,  to  be  financially  liable  for  Medicaid  recipients  in  long-term  care 
facilities.    The  use  of  these  options  in  long-term  care  policy  is  not  a 
question  of  whether,  but  how;  they  are  all  used  now,  to  some  degree,  and  under 
various  circumstances.    The  question  is  rather  how  these  options  can  be  more 
effectively  employed  in  the  development  of  more  efficient  long-term  care 
financing  and  delivery  systems. 

State  officials  interviewed  during  this  study  were  generally  supportive  of 
the  option  of  paying  family  members  as  long-term  care  providers,  although  they 
were  uniformly  aware  of  the  need  to  implement  this  option  under  highly 
controlled  circumstances.     Evidence  of  financial  hardship,  limited  funding, 
special  approval  procedures,  exclusion  of  certain  family  members  as  eligible 
providers,  and  low  payment  rates  were  among  the  mechanisms  used  by  States  to 
limit  and  target  payments  to  family  providers.    Only  in  Wisconsin,  Michigan  and 
California  has  the  payment  of  family  members  as  long-term  care  providers  been 
incorporated  into  fully-funded  statewide  programs,  and  all  of  these  programs 
have  undergone  recent  reforms  to  impose  stricter  controls  on  the  circumstances 
under  which  family  members  will  be  paid  with  public  funds. 

As  the  major  purchaser  of  long-term  care  services,  States  seem  favorably 
disposed  towards  paying  family  members  in  certain  situations  as  a  strategy  for 
promoting  increased  competition  in  the  marketplace.    However,  States  also 
express  concerns  about  monitoring  quality  of  care  in  a  highly  dispersed 
delivery  system  comprised  of  individually  contracted  family  providers. 

Despite  the  popularity  of  expanded  Federal  tax  incentives  for  family 
caregiving,  the  major  problem  of  tax  incentives  is  the  difficulty  of  targeting 
resources  effectively  with  the  tools  available  in  the  income  tax  structure. 
Long-terra  care  financing  and  delivery  systems  are  most  frequently  criticized 
for  not  targeting  resources  to  those  with  the  greatest  needs.     The  Federal 
income  tax  system  is  by  nature  a  broad-sweeping  tool  of  public  policy,  and  it 
would  be  extremely  difficult  to  use  the  tax  code  to  target  subsidies 
efficiently.    Although  various  proposals  attempt  to  increase  targeting 
efficiency  through  age,  household,  income,  and  health  care  utilization 
criteria,  the  most  direct  criterion  for  effective  targeting  is  the  functional 
status  of  the  recipient.     There  is  no  current  provision  in  the  Federal  income 
tax  system  for  providing  documentation  of  health  and  functional  status.  Any 
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provision  which  would  add  this  feature  to  the  Federal  tax  code  (e.g.  a  separate 
schedule  completed  by  a  physician  or  caseworker  certifying  eligibility  for  the 
tax  subsidy  on  the  basis  of  health  and  functional  status)  would  detract  from 
one  of  the  major  advantages  of  using  the  Federal  tax  system  as  a  mechanism  for 
purchasing  long-term  care  services  from  family  caregivers  (i.e.  administrative 
simplicity) . 

Nonetheless  the  existing  "work-related"  requirement  of  the  Child  and 
Dependent  Care  Credit  seems  an  inequitable  provision  which  makes  less  sense  for 
elderly  dependent  care  than  it  does  for  child  care.     It  subsidizes  younger 
caregiving  families,  whose  members  are  still  in  the  work  force  (whose  elderly 
dependents  are  also  likely  to  be  among  the  younger  elderly),  and  excludes  older 
family  caregivers  who  may  have  left  the  workforce  and  whose  elderly  dependents 
may  be  in  the  highest  risk  category  (85  years  of  age  and  over). 

While  politically  controversial,  family  responsibility  programs  are  a 
legitimate  policy  option  for  countering  the  institutional  biases  of  the 
Medicaid  program.    Given  that  families  provide  the  majority  of  long-term  care 
services  to  this  country's  elderly,  many  believe  that  it  is  government  which 
needs  to  assume  a  greater  share  of  the  caregiving  responsibility.  An 
alternative  view  is  the  implementation  of  a  comprehensive  set  of  reforms  to 
promote  shared  family  and  government  contributions  across  the  full  range  of 
long-term  care  services,  from  home-based  care,  to  nonmedical  congregate  care, 
to  skilled  nursing  facility  care*    While  the  proportion  to  total  care  costs 
paid  with  public  resources  may  rise  in  proportion  to  the  care  needs  of  the 
recipient,  the  relative  contributions  of  government  and  family  would  ideally  be 
neutral  with  regard  to  the  location  of  care.     Expectations  of  families  would  be 
the  same  regardless  of  whether  care  was  provided  in  an  institutional  or 
non-institutional  setting.    Public  support  would  be  more  related  to  financial 
need  and  level  of  client  impairment  than  to  the  locale  of  care.  If 
institutional  biases  in  long-term  care  financing  are  to  be  removed,  then 
increased  family  responsibility  for  institutional  care  is  of  equal  importance 
to  the  expansion  of  public  supports  for  non-institutional  caregiving. 

Although  many  States  are  interested  in  expanded  family  responsibility 
requirements  for  institutionalised  Medicaid  recipients,  they  face  substantial 
barriers  to  the  implementation  of  such  policies.     Under  current  Medicaid 
statutes,  States  may  only  implement  a  family  responsibility  program  under  a  law 
of  general  applicability.     It  is  unclear  whether  States  could  enact  and 
implement  laws  to  collect  financial  payments  exclusively  from  children  of 
Medicaid  nursing  home  recipients  which  could  meet  a  test  of  general 
applicability  in  the  courts.    Unless  family  responsibility  programs  could  be 
limited  specifically  to  children  of  nursing  home  recipients  on  Medicaid,  it  is 
unlikely  that  States  would  attempt  to  enact  and  implement  more  broad-sweeping 
laws  which  cut  across  all  public  assistance  programs  for  the  elderly  poor. 
Modification  of  Federal  Medicaid  statutes  to  allow  States  the  option  of 
requiring  financial  contributions  from  adult  children  of  institutionalized 
Medicaid  recipients  is  not  presently  being  considered  as  a  serious  policy 
option. 
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